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I.  ABOUT  OUR  PRESENTERS 


Keynote  Speaker:    Clarence  Sundram.  J.D. 

Mr.  Sundram  is  the  founding  Chairman  of  the  New  York  State  Commission  on  Quality  of  Care 
for  the  Mentally  Disabled,  an  independent  agency  that  monitors  conditions  in  institutions  and 
community  programs  for  persons  with  mental  illness  and  developmental  disabilities.    He  is  a 
nationally  recognized  expert  in  the  area  of  quality  assurance  and  monitoring.    Mr.  Sundram  is  the 
author  of  "Sexuality  and  Mental  Retardation:    Unmet  Challenges"  in  the  August  1994  volume  of 
Mental  Retardation  and  recently  edited  Choice  and  Responsibility:    Legal  and  Ethical  Dilemmas  in 
Serving  Persons  with  Disabilities. 


Roundtable  Participants: 

The  Honorable  Maurice  Richardson 

First  Justice,  Dedham  District  Court. 

Matthew  Engel,  J.D. 

Staff  Attorney,  Center  for  Public  Representation;  Chairperson,  Human  Rights  Advisory 

Committee,  Department  of  Mental  Retardation. 

Joe  Ricciardi,  Psy.D. 

Director  of  Clinical  Services,  Vinfen  Corporation. 

Virginia  Connolly 

Executive  Director,  Beaverbrook  STEP  Inc. 

Connie  Lehr 

Director,  Office  of  Quality  Enhancement,  Department  of  Mental  Retardation  -  Region  III 

Jack  Wier 

Self-Advocate  and  staff  member  of  Quincy  High  School  Athletic  Department. 

Emily  Murgo  Nisenbaum 

Parent,  Steering  Committee  of  Families  Organizing  for  Change. 

Kathy  Rafferty 

Support  Coordinator,  Waltham  Committee,  Inc. 


Workshop  Facilitators 

Nancy  Silver  Hargreaves  is  the  Executive  Director  for  the  Waltham  Committee,  Inc.    She  has 
worked  for  persons  with  developmental  disabilities  for  more  than  20  years  across  a  variety  of 
settings  (e.g.,  private  and  state  agencies  and  public  schools)  and  positions  (i.e.,  teacher, 
consultant,  administrator,  service  coordinator).    Ms.  Hargreaves'  areas  of  expertise  include  the 
procedures,  policies,  and  regulations  regarding  Home  Alone  Waivers  and  Safety  Plans. 

Russell  W.  Maguire,  Ph.D.  is  the  Clinical  Director  for  the  Waltham  Committee,  Inc.    He  has 
worked  with  persons  with  developmental  disabilities  for  more  than  20  years.    Mr.  Maguire  is 
also  a  member  of  the  Special  Education  Faculty  of  Fitchburg  State  College.    His  area  of  expertise 
is  the  development  and  implementation  of  instructional  procedures  to  accelerate  the  acquisition 
of  independent  living  skills. 

Carolyn  Barrett  is  the  past  President  of  Arc  Massachusetts.    She  also  has  extensive 
professional  experience  in  the  provider  community.    She  has  a  son  who  has  mental  retardation. 

Jim  Ross  is  the  Executive  Director  of  Community  Partnerships,  Inc.  in  Taunton,  MA.  He  has 
over  20  years  experience  securing  and  promoting  community-based  residential  and  vocational 
supports  for  people  with  disabilities. 

Ann  E.  Rocheleau  is  the  Sexuality  Coordinator  for  the  Templeton  Developmental  Center. 
With  a  master's  degree  in  counseling  and  post  graduate  work  in  psychological  trauma,  she  is  an 
expert  in  sexuality  training  for  people  with  developmental  disabilities.    Ann  provides  consultation 
to  clinical  teams  on  sexuality  issues  and  to  groups  who  are  developing  policies  in  the  area  of 
abuse  and  mistreatment. 

Judy  Roger  is  a  self  advocate. 


II.    Keynote  Address 
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Three  Main  Topics 
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Challenges  in  Institutions 

Challenges  in  the  Community 

A  Framework  for  Thinking  About 
Choice/Risk 


Qwanc*  J   Sunctwn 


In  my  talk  today,  I  want  to  address  three  areas.  First, 
recognizing  that  institutions  are  still  with  us  and  are  likely  to 
remain  into  the  next  century,   I  would  like  to  share  a  couple  of 
observations  about  the  challenge  of  assuring  quality  and 
providing  safety  in  these  programs.  Second,  recognizing  that  all 
of  you  are  leaders  in  your  own  communities  and  undoubtedly  have 
been  and  will  continue  to  play  critical  roles  in  the  eventual 
transitioning  to  a  post-institutional  system  of  community 
services  and  supports,  I  will  discuss  what  I  see  as  some  of  the 
emerging  risks  to  quality  and  safety  in  community  services.  I 
want  to  make  it  clear  in  this  discussion,  however,  that  the  fact 
that  there  are  risks  in  the  community  does  not  constitute  an 
argument  for  the  perpetuation  of  institutions.  Finally,  I  want  to 
share  some  ideas  about  resolving  the  tension  between  safety  and 
risk,  choice  and  responsibility. 
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Challenges  in  Institutions 
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Quality  Assurance  Vs.  Risk 
Management 

Quality  Assurance:  System  Focused 
Vs.  Person  Centered 


Clarence  J   Sundram 


In  other  forums,  I  have  spoken  and  written  about  quality 
assurance.  I  want  to  make  some  of  what  I've  written  and  said  more 
personal— about  both  you  and  me.  I  see  a  disturbing  trend 
developing,  of  having  risk  management  programs  swallow  up  quality 
assurance,  partly  because  people  in  my  profession— lawyers— have 
made  everybody  far  more  conscious  about  potential  liability, 
about  class  action  lawsuits  and  other  assorted  catastrophes— to 
the  point  that  many  administrators  seem  to  have  subordinated 
their  primary  obligation  to  care  for,  habilitate,  protect  and 
keep  safe  the  people  in  their  custody. 

I  know  that  most  of  the  leaders  of  developmental 
disabilities  programs  and  most  of  the  administrators  are 
competent  and  caring  people  who  have  dedicated  much  of  their 
lives  to  serving  a  part  of  society  that  often  lives  on  the 
fringes.  Yet,  I  see  examples  of  this  misguided  behavior  far  too 
often. 

I  see  it  manifested  in  incident  investigation  processes  that 
seem  designed  to  protect  the  program  rather  than  the  people  they 
serve,  that  willfully  blind  themselves  to  uncomfortable  truths, 
that  preserve  "plausible  deniability"  of  conditions  that  should 
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be  corrected  immediately,  (e.g.  refusal  to  report  incidents  of 
sexual  misconduct  of  incapable  residents  under  the  guise  of 
privacy.  It  is  not  a  reasonable  expectation  that  residential 
programs,  any  more  than  our  own  homes,  can  assure  total  safety 
for  all  residents  all  the  time.  But  if  they  are  unwilling  or 
unable  to  search  for  the  truth  when  serious  incidents  do  occur, 
they  will  be  unable  to  correct  the  conditions  that  may  have 
caused  or  contributed  to  the  incident,  and  unable  to  prevent  a 
recurrence . 

I  see  misguided  behavior  manifested  in  Quality  Assurance 
programs  that,  with  the  formidable  combination  of  Ph.D's  and 
computers,  are  able  to  generate  reams  of  data,  measuring 
everything,  with  elegant  charts,  tables  and  graphs,  but  don't 
communicate  anything  of  importance. 

I  recently  visited  two  facilities  that  were  in  the  process 
of  merging  as  each  of  their  census  declined— a  phenomenon  we  will 
see  a  lot  more  of  in  the  future  as  facilities  downsize  or  close, 
and  wards,  buildings  and  entire  facilities  go  through  the  turmoil 
of  consolidations.  Understandably,  there  was  considerable  concern 
from  employees,  families  and  residents  about  the  impact  of  the 
changes  as  residents  moved  from  one  campus  to  the  other,  and 
wards  were  renovated  to  accommodate  the  influx.  The  director 
assured  me  that  he  was  very  aware  of  the  concerns,  and  had 
ordered  his  staff  to  closely  monitor  the  consolidation  and  to 
keep  him  informed  of  any  adverse  effects.  He  offered  to  send  me 
their  periodic  QA  reports,  which  he  did.  These  were  impressive 
documents,  nicely  bound  and  printed.  They  contained  20  pages  of 
charts,  graphs  and  statistics,  some  in  color,  displaying  a 
variety  of  indicators  like  the  total  facility  and  daily  ward 
census,  the  numbers  of  accidents,  serious  injuries,  medication 
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errors,  illnesses,  infections  and  deaths,  overtime  utilization, 
incident  reports  and  so  on,  as  compared  to  earlier  periods. 

But  because  the  director  was  consumed  with  the  logistics  and 
politics  of  the  consolidation,  he  did  not  walk  around  the  wards. 
So  the  statistic  in  one  of  the  reports  that  a  female  geriatric 
ward  was  7  residents  over  capacity,  was  just  that— one  statistic 
among  many.  But  that  statistic,  when  viewed  on  the  ward  itself, 
told  a  much  more  compelling  story.  With  7  extra  residents  crowded 
into  the  dayroom  in  their  wheelchairs  for  the  morning  community 
meeting,  residents  could  not  grasp  the  arms  of  their  wheelchairs 
without  risking  having  their  fingers  smashed  by  the  next  chair. 
Seven  extra  residents  meant  that  several  residents  ate  their 
meals  late  because  the  dining  room  could  not  accommodate  them, 
and  their  food  was  often  cold.  Seven  extra  residents  meant  that 
some  residents  slept  on  beds  that  were  less  than  a  foot  apart. 
And  these  crowded  conditions  resulted  in  frayed  tempers  and  minor 
skirmishes  which,  while  not  constituting  incidents  to  be 
reported,  nevertheless  affected  the  quality  of  every  waking  hour 
for  staff  and  residents. 

But  without  walking  around,  all  these  implications  of  the 
simple  statistic  remained  concealed  from  the  director  who  was 
continually  assuring  his  commissioner  and  the  local  legislators 
that  there  was  no  adverse  effect  of  the  consolidation  upon  the 
residents,  which  is  probably  what  they  wanted  to  hear. 

It  doesn't  have  to  be  this  way.  I  am  continually  impressed 
with  how  effective  simple  steps  can  be  when  motivated  by  a 
genuine  desire  to  improve  quality.  One  director  I  know  of  made  it 
a  habit  to  walk  around  his  facility  accompanied  by  a  staff  member 
who  also  served  as  the  photographer  for  the  facility  newsletter. 
As  he  walked  around  and  talked  with  staff  and  residents,  he  would 
ask  the  photographer  to  take  pictures  of  whatever  the  director 
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thought  noteworthy— both  good  and  bad.  These  photographs  were  then 
passed  around  at  the  weekly  cabinet  meeting.  You  can  readily 
imagine  how  effective  a  QA  tool  these  pictures  became  in  raising 
the  standards  at  this  facility. 

But,  as  importantly,  these  simple,  easily  understood  and 
readily  evident  tools  provided  quick  and  intelligible  feedback  on 
performance,  good  and  bad.  His  walking  around  and  talking  with 
staff  and  residents  also  communicated  the  value  he  placed  on 
them,  and  how  important  a  part  of  his  job  he  felt  it  was  to  spend 
part  of  his  workday  with  them— a  message  that  was  perhaps  the  most 
important  one  which  filtered  down  throughout  his  facility. 

My  message  is  not  that  we  should  forget  about  the  value  of 
QA  data  but  that  we  must  always  remember  there  are  people  behind 
that  data,  and  that  listening  to  and  talking  with  them  can 
illuminate  the  significance  of  data. 

I  would  like  to  turn  now  to  community  services. 


Challenges  in  the  Community 
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Period  of  Transition/Role  Confusion 
Mixed  Motives  for  Changes 
Great  Opportunities/Great  Risks 


Clarence  J  Sundram 


As  we  meet  here  today,  we  are  on  the  uncomfortable  cusp  of 
change  in   a  process  that  began  in  the  early  1970s  and  has  picked 
up  speed  in  the  past  few  years.   The  change  today  is  not  just 
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from  the  institution  to  the  community  but  it  is  a  change  which 
questions  the  very  structure  and  purpose  of  the  developmental 
disabilities  service  systems  as  they  have  existed  since  the  early 
years  of  the  institution. 

Like  most  profound  systems  change,  there  is  a  period  of 
uncertainty  as  we  leave  the  familiar  land  of  rules  and 
regulations  and  journey  into  the  desert,  hoping  and  believing 
that  there  is  a  Promised  Land  of  choice,  empowerment  and  person 
centered  planning  on  the  other  side  that  awaits  us.  Through  pilot 
program  and  demonstrations,  we've  had  visions  of  what  this 
Promised  Land  might  be  like.  When  the  shackles  and  restraints  of 
excessive  rules  and  regulations  have  been  removed,  and 
flexibility  in  the  use  of  funding  has  been  permitted,  we've  seen 
impressive  examples  of  creativity  as  program  staff  have  worked 
with  consumers,  families  and  advocates  to  craft  truly 
individualized  support  systems.  While  this  has  worked  on  a  small 
scale,  we  aren't  quite  sure  on  how  to  get  everyone  from  here  to 
this  Promised  land.  While  new  policies  are  being  enunciated, 
practice,  as  always,  is  slower  to  change.   The  transition  from 
paternalism  to  empowerment  is  neither  smooth  nor  seamless.   There 
is  a  continual  risk  that  existing  roles,  responsibilities, 
understandings  and  safeguards  may  disappear  before  the  new 
structure  and  its  allocation  of  rights,  responsibilities  and 
safeguards  are  put  in  place. 

The  past  five  years  in  particular  have  been  a  period  of 
unprecedented  change  in  the  service  systems  for  persons  with 
mental  disabilities.  For  example,  the  implementation  of  the 
Medicaid  Home  and  Community  Based  Waiver,  the  commencement  of  the 
Community  Supported  Living  Arrangement  initiative,  and  the 
passage  of  seminal  civil  rights  laws  like  the  Americans  with 
Disabilities  Act  and  the  Fair  Housing  Act  Amendments  have 
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combined  to  reshape  expectations  of  what  is  both  possible  and 
desirable  in  service  systems,  and  to  provide  the  flexibility  in 
financing  mechanisms  to  implement  changes.  For  example,  from 
1982,  the  number  of  persons  served  in  HCBW  programs  has  grown 
from  nothing  to  over  130,000.  The  census  of  state  institutions 
has  continued  to  decline,  while  services  in  the  community  have 
continued  to  expand  dramatically.  In  all  of  these  changes  there 
has  been  an  increased  stated  emphasis  on  consumer  choice  and 
empowerment  as  a  fundamental  value  in  redesigning  services  and 
supports  for  community  living. 


Mixed  Motives 
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!•  Cost  Savings 
X     jj  •  End  Judicial  Supervision 

•  De-Regulation 

•  Increased  Personal 
Freedom 


Ctar*nc«  J  Sundram 


Not  only  are  the  policy 


changes  profound  in  and  of  themselves,  and  a  radical  departure 
from  the  past  assignment  of  roles  and  responsibilities  between 
the  servers  and  the  served,  but  they  have  also  occurred  in  an 
environment  of  mixed  motives  and  other  confounding  developments. 
For  example,  while  advocates  and  other  leaders  in  the  field  of 
mental  disabilities  are  moved  by  the  opportunity  to  reverse  a 
history  of  paternalistic  decision-making  that  needlessly  robbed 
many  thousands  of  people  of  the  right  to  control  their  own  lives, 
the  fiscal  agents  in  Washington  and  the  state  capitals  have  seen 
in  these  changes  new  opportunities  for  cost  cutting  and  have 
insisted  that  the  implementation  of  the  new  policies  be  fiscally 
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neutral  or  better.  In  doing  so,  they  have  helped  limit  the  range 
of  choices  that  can  be  financed  since,  in  the  bare-knuckled 
competition  for  funds,  continuation  of  traditional  services 
usually  prevails  over  the  development  of  new,  non-traditional  and 
flexible  services  and  supports  that  are  essential  for  truly 
individualized  planning. 

In  some  states,  rapid  implementation  of  new  community 
programs  has  been  substantially  influenced  by  a  desire  to 
conclude  implementation  of  court  orders  in  long-standing  class 
action  lawsuits  and  to  thus  terminate  judicial  supervision  of  the 
service  system. 

Finally,  to  add  yet  another  element  of  confusion,  during  the 
past  five  years,  several  states  have  reduced  or  eliminated  much 
of  their  regulation  of  services,  have  increased  their  reliance  on 
non-licensed  and  non-certified  programs,  and  have  delegated 
quality  assurance  functions  to  service  providers.  This  movement 
has  been  in  part  a  reaction  to  the  excessive  and  largely 
misdirected  regulatory  structures  developed  first  for 
institutional  programs  and  later  indiscriminately  extended  to 
other  services. 

The  move  to  dismantle  these  regulatory  structures  has  struck 
a  responsive  chord  in  an  age  when  public  skepticism  about  the 
competence  and  value  of  governmental  services  seems  to  be 
surging,  and  reducing  governmental  costs  and  eliminating 
governmental  regulation  are  widely  seen  as  desirable.  These  types 
of  changes  are  not  limited  to  the  field  of  developmental 
disabilities  but  affect  many  other  areas  as  well.  For  example,  we 
see  similar  developments  in  civil  aviation.  In  the  early  1980s, 
the  federal  government  deregulated  much  of  the  airline  industry 
and  abolished  the  Civil  Aeronautics  Board.  As  a  result,  many 
large  airlines  pulled  out  of  small  markets,  dramatically 
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increasing  the  number  of  air  travelers  who  now  must  rely  on 
commuter  airlines.  At  the  same  time,  the  FAA  began  a  process  of 
reducing  its  regulation  and  oversight  of  the  commuter  airline 
industry.  With  decreased  oversight  of  safety  and  maintenance  in 
this  part  of  the  industry,  the  results  should  have  been 
predictable— an  increased  rate  of  mishaps,  including  accidents  and 
deaths . 

In  our  field,  advocacy  for  a  stronger  role  of  state  agencies 
in  monitoring  the  safety  and  quality  of  services  in  the  community 
is  seen  in  many  quarters  as  depriving  the  individuals  being 
served  of  autonomy  and  privacy,  and  an  equal  right  to  live  their 
lives  free  of  governmental  interference.  Yet,  in  responding  to 
these  concerns  and  dismantling  regulatory  structures,  we  seem  to 
have  thrown  the  proverbial  baby  out  with  the  bathwater  by  often 
leaving  staff  who  provide  the  newer  community  services  and 
supports  with  indefinite  standards  and  inadequate  guidance.  The 
historically  high  rates  of  staff  turnover  in  front  line  jobs  in 
the  service  systems  has  sometimes  resulted  in  delegating  a 
broader  range  of  responsibilities,  which  require  both  experience 
and  judgment,  to  staff  who  have  had  too  little  time  on  the  job  to 
develop  much  of  either. 

These  mixed  motives  and  other  changes  have  compounded  the 
difficulty  of  clearly  communicating  the  changed  policies  and 
expectations,  of  inculcating  within  vast  human  service 
organizations  significantly  different  values  than  have  guided  the 
development  of  the  community-based  service  systems  over  the  past 
two  decades,  and  of  actually  implementing  the  person-centered 
services  and  supports  that  are  being  espoused. 

To  some  extent,  what  has  changed  most  is  language.  The 
seductive  language  of  "choice"  and  "empowerment"  is  heard  much 
more  frequently,  and  services  and  supports  are  more  often 
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described  as  "individualized, "  as  in  "Individualized  Service 
Environment . "  Sometimes  the  change  in  language  has  masked  the 
sameness  of  the  underlying  reality  which  we  have  not  found  the 
ability  or  the  will  to  change.  At  other  times,  the  change  in 
language  has  communicated  a  message  very  different  from  what  has 
been  intended,  and  has  taken  the  idea  of  choice  and  empowerment 
to  the  very  edge  of  abandonment  and  abdication,  and  in  some 
cases,  over  the  precipice. 

One  of  the  key  safeguards  that  has  existed  is  the  sense  of 
personal  and  professional  responsibility  that  program  staff  have 
felt  for  the  welfare  of  people  entrusted  to  their  care— a 
responsibility  that  has  been  recognized  to  have  constitutional 
dimensions  in  protecting  such  persons  from  harm. 

In  this  period  of  transition  and  changing  expectations  and 
aspirations,  we  need  to  be  conscious  that  it  is  not  only  the 
rights  of  consumers  which  are  changing;  it  is  also  the  rights  and 
duties  of  the  staff  who  work  in  our  programs.   To  put  it  simply, 
if  consumers  now  have  the  right  and  responsibility  to  make 
decisions  and  to  direct  the  services  and  supports  they  require, 
how  does  this  change  the  role  and  responsibility  of  the  staff  of 
agencies  and  programs  providing  the  services/supports?  What  do  we 
do  about  people  who  have  questionable  mental  capability  to  make 
some  types  of  decisions,  who  lack  the  life  experience  to 
appreciate  the  risks  inherent  in  some  choices?  These  questions 
play  out  in  virtually  every  dimension  of  life  from  choosing  a 
place  to  live,  to  finding  work,  managing  money,  establishing 
personal  relationships,  and  other  activities. 

I  fear  that  in  our  zeal  to  promote  services  in  the  community 
as  an  alternative  to  the  institution,  we  have  not  paid  sufficient 
attention  to  the  risks  that  exist  in  the  community,  and  have  not 
been  attentive  enough  to  the  manner  in  which  state  agencies  and 


-12- 

provider  agencies  have  developed  quality  assurance  systems  and 
safeguards  for  the  community  services  that  are  being  developed. 
In  many  cases,  the  same  sorts  of  quality  assurance  programs  that 
have  been  used  for  institutional  programs  have  been  lifted  and, 
with  minor  tinkering,  been  transported  to  community  services,  for 
which  they  are  completely  unsuited. 

I  fear  that  this  oversight  is  exposing  many  vulnerable 
people  to  harm,  is  often  preventing  the  detection,  reporting  and 
correction  of  the  harm,  and  is  helping  to  create  a  climate  where 
agencies  which  are  responsible  for  the  protection  of  such  people 
are  in  fact  abdicating  their  responsibilities. 

I'd  like  to  share  some  observations  with  you  about  what  I 
think  is  happening  and  to  use  all  of  you  as  a  means  of  testing 
the  accuracy  of  my  observations,  and  to  invite  you  to  share  your 
own  experiences  that  either  confirm  or  challenge  these  views.  My 
point  in  doing  so  is  not  to  argue  against  the  policy  direction 
but  to  suggest  that  our  agreement  with  the  policy  should  keep  us 
vigilant  in  ensuring  that  people  with  disabilities  benefit  from 
the  increased  freedom. 


MtttotttmcemvM'.vM- 


Ten  Themes  for  Thought     y 
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One  Customer  at  a  Time  is  S-L-O-W. 

Fiscally  Driven  "Individualized" 
Placements 

Competing  with  McDonald's  for  Staff 
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1.  Many  of  the  court  cases  which  provided  the  initial 
impetus  for  developing  community  services  required  coercing 
defendants  to  take  actions  to  which  they  may  not  have  been 
fully  committed.  While  there  are  unquestionably  some  really 
great  leaders  who  have  used  litigation  and  court  orders 
creatively  to  fundamentally  change  their  service  systems, 
many  others  try  to  get  by,  doing  the  least  they  can  without 
being  found  in  contempt.  Administrators  often  find 
themselves  caught  in  the  middle  between  plaintiffs'  lawyers, 
DOJ  experts,  other  advocates,  and  a  court  on  the  one  hand, 
and  their  political  masters  and  their  constellation  of 
fiscal,  political  and  other  concerns.  Many  states  for 
example  have  spent  millions  in  the  past  decades  in 
renovating  old  institutions  to  meet  new  standards,  only  to 
find  that  the  standards  and  expectations  have  continued  to 
evolve  and  change,  and  that  the  goal  of  compliance  with  the 
court  orders  remains  elusive.  They  may  understandably  not  be 
anxious  to  mothball  these  institutions  which  embody  both 
fiscal  and  political  capital.  What  administrators  generally 
want  are  concrete  goals  and  predictable  measures  of  their 
accomplishment.  In  many  states,  either  as  a  result  of  court 
cases  or  budget  policy,  this  results  in  setting  census 
reduction  or  community  service  development  goals,  rather 
than  embracing  a  whole  new  way  of  thinking  about  what 
services/supports  in  the  community  really  means. 

2.  As  I  noted  earlier,  there  has  been  an  explosive 
increase  in  the  utilization  of  the  medicaid  home  and 
community  based  waiver  to  finance  services  for  the 
developmentally  disabled  population  in  the  community.  In  the 
process  of  chasing  after  these  medicaid  dollars,  state 
agencies  have  become  very  adept  in  using  the  language  of 
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" individualization"  of  services  and  supports  in  describing 
what  it  is  they  are  doing.  For  example,  facilities  we  used 
to  call  hostels  and  group  homes  in  the  60s  and  early  70s, 
which  became  community  residences  in  the  mid-1970s  and  some 
of  which  were  converted  into  community-based  ICF/MRs  in  the 
late  70s  and  80s,  are  now  in  the  90s  being  called  IRAs,  but 
not  much  else  has  really  changed.  The  process  of  planning 
for  them  and  of  placing  people  into  them  hasn' t  changed,  and 
many  of  the  people  living  in  them  are  their  former 
residents.  Some  of  the  so-called  IRAs  are  in  actuality 
larger  than  the  old  group  homes,  making  any  pretense  at 
individualization  nothing  but  a  torture  of  the  English 
language . 

3.    The  process  of  reintegrating  persons  into  the  community 
"one  at  a  time"  is  a  slow  and  painstaking  process  when  done 
right,  but  most  of  what  is  happening  is  not  reintegration 
but  placement,  which  sounds  similar  but  is  really  something 
quite  different.  Most  of  the  placements  are  occurring  under 
pressure  either  from  court  orders  or  from  budget  cuts  as 
states  have  discovered  that  the  ISE  can  actually  be 
relatively  cheap.  NY  for  example  has  discovered  that  while 
an  ICF  placement  cost  $90, 000/year  on  average,  the 
experience  of  placements  in  the  ISE— originally  estimated  to 
cost  about  $19, 000/year  on  average  is  actually  closer  to 
$11,000.  Some  of  the  reason  for  this  may  be  because  people 
have  found  creative  ways  to  use  resources,  to  increase 
reliance  on  natural  supports  in  the  community,  and  to  meet 
the  needs  of  the  individual  with  only  those  services  and 
supports  that  are  truly  desired.  While  I  have  no  doubt  that 
some  of  this  is  occurring,  I  am  concerned  that  people  are  in 
actuality  receiving  much  less  service  and  supports  than  they 


-15- 

need.  The  truth  is  that  except  in  cases  where  families  are 
closely  involved  in  the  care  of  a  relative,  there  is 
precious  little  that  is  natural  about  natural  supports.  In 
most  cases,  these  are  not  spontaneous  expressions  of  concern 
by  the  community  but  are  services  planned,  organized, 
developed,  priced,  delivered  and  paid  for  by  governmental 
agencies  or  by  agencies  operating  under  governmental 
licensing,  supervision  or  direction. 

4.  Most  states  have  been  under  enormous  fiscal  pressure 
and  this  condition  is  likely  to  get  worse  with  the  changes 
that  have  taken  place  in  Congress  and  in  many  of  the  state 
houses.  Thus  the  pressure  to  make  a  lot  of  placements  into 
"individualized"  settings  is  likely  to  grow  to  facilitate 
the  closing  of  expensive  institutions  on  budget  driven 
timetables.  In  this  environment,  it  is  unlikely  that  there 
will  be  any  realistic  individualization  and  it  is  more 
likely  that  placements  will  provide  little  real  support, 
services  or  safeguards.  Unfortunately,  I  have  witnessed 
human  service  systems  use  the  language  of  "integration"  and 
"generic"  services  to  dump  long  term  institution  residents 
into  board  and  care  homes,  unlicensed  boarding  homes,  and 
quasi-independent  apartments,  with  catastrophic  consequences 
for  the  individuals  who  are  often  unable  to  protect 
themselves  from  predatory  landlords,  or  from  physical, 
financial  and  sexual  exploitation  by  others  in  these 
"generic"  environments. 

5.  When  there  is  fiscal  pressure,  one  of  the  first 
casualties  is  staff  training.  Thus,  ironically,  at  a  time 
when  the  services  systems  are  undergoing  radical  changes  in 
program  and  policy,  they  have  no  good  means  to  transmit  more 
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than  the  mere  language  of  their  changes  to  all  the  hundreds 
and  thousands  of  staff  whose  duties  and  responsibilities  are 
being  radically  restructured.  Compounding  this  problem  is 
the  heavy  turnover  in  staff  in  direct  services  delivery, 
especially  on  the  front  lines  of  the  system.  The  type  of 
staff  we  now   attract  to  these  jobs  is  also  very  different 
from  what  it  was  when  community  programs  were  regarded  as 
innovations  or  a  novelty.  Then  it  was  not  uncommon  to  have 
college  students  or  college  graduates  working  in  these 
programs  as  they  continued  their  professional  education  in 
human  services.  Today,  as  programs  serve  a  more  severely 
disabled  population,  we  are  often  competing  with  McDonald' s 
for  our  front  line  employees. 


Ten  Themes  for  Thought 
(cont'd) 
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Reinventing  Government,  Mandate 
Relief,  Etc.. 

Case  Management  -Safety  Net? 

Generic  Services  Vs.  Fragmentation 

High  Tolerance  for  Harm 

Quality  Assurance  -Customer 
Satisfaction  is  Not  Enough! 
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6.    As  a  consequence  of  these  factors,  the  infrastructure 
to  support  this  movement  to  community  services  is  missing  in 
many  jurisdictions.  There  is  neither  the  value  base,  nor  an 
understanding  of  expectations,  nor  staff  training.  In  our 
monitoring  activities,  we  are  increasingly  seeing  the 
results— placements  of  people  into  inappropriate  settings 
that  cannot  meet  their  needs  for  support,  medical  care  or 
assistance  with  tasks  they  have  not  learned  to  perform  for 
themselves . 
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In  the  current  governmental  environment  of 
reinvention,  downsizing  and  right-sizing,  providing  mandate 
relief  and  vowing  "no  new  unfunded  mandates,"  etc.,  the 
traditional  safeguards  that  have  existed  are  being 
eliminated.  There  is  increasing  reliance  on  unlicensed 
residential  programs,  which  don't  have  to  meet  any  standards 
and  within  which  there  seem  to  be  no  clear  expectations  for 
what  the  residents  should  be  receiving.  There  is  also  little 
or  no  monitoring.  While  I  don't  want  to  argue  for  the  return 
of  10  bed  licensed  residences,  we  need  to  be  cautious  about 
"deregulation"  of  the  service  system  in  the  name  of 
normalization. 

The  availability  of  the  Individualized  Service 
Environment,  for  which  there  are  no  rigid  regulations,  also 
creates  the  temptation  to  place  troublesome  clients  who 
wouldn't  comply  with  regulatory  requirements  into  these 
settings,  and  to  essentially  abandon  them  to  their  fate.  One 
of  my  staff  recently  returned  from  a  visit  to  an  IRA  and 
reported  that  half  the  residents,  who  had  come  from  out-of- 
state  placements  to  which  they  had  been  sent  due  to 
challenging  behaviors,  had  no  Individualized  Service  Plans; 

•  there  were  no  planned  activities  in  the  residence  because 
none  were  required  and  the  high  functioning  residents 
chose  not  to  help  with  dinner,  clean  up  or  do  any  other 
chores  around  the  house.  There  was  little  constructive 
interaction  between  them  and  the  staff; 

•  in  discussions  with  staff,  it  appeared  that  they  had  no 
expectations  at  all  for  the  residents,  and  didn't  believe 
that  any  were  required  in  an  IRA. 
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At  the  same  time  as  these  types  of  experiences  are 
occurring  all  over  the  country,  I  have  also  seen  a  tendency  to 
avoid  looking  too  closely  at  the  reality  of  what  is  being 
created  and  calling  that  "deregulation"  or  "mandate  relief." 

e.g.— clients  needing  insulin  left  to  self  medicate 
without  training  or  supervision; 

persons  who  have  spent  a  lifetime  being  taught  to 
be  compliant  left  to  fend  for  themselves  when  drug  dealers 
take  over  their  houses. 

7 .    The  case  managers  who  are  supposed  to  be  a  vital 
safeguard  against  this  type  of  abuse  or  exploitation,  are 
sometime  institutional  staff  who  have  been  redeployed,  don' t 
know  their  jobs,  have  not  been  trained,  and  have  retained 
their  old  lessons  of  "don't  make  waves,  don't  rock  the 
boat." 

And  compounding  this,  they  may  have  learned  enough  of 
the  new  lingo  to  justify  their  inaction  by  citing  the 
"dignity  of  risk  or  the  virtue  of  choice."  In  many  instances 
the  case  management  is  not  independent,  and  the  case 
managers  are  under  heavy  pressure  to  protect  the  interests 
of  their  employers  and  to  avoid  advocating  for  expensive 
services . 

8.  The  responsibility  for  the  well-being  of  the  residents  is 
also  being  fragmented  among  a  host  of  different  providers- 
residential,  day  services,  health  and  mental  health  care, 
transportation,  recreation,  etc.  While  theoretically,  case 
managers  are  supposed  to  help  tie  all  the  pieces  together 
through  their  comprehensive  understanding  of  the  clients' 
needs  and  their  vigorous  advocacy  on  their  behalf,  in 
reality,  CMs  are  low  level  staff,  with  large  caseloads,  and 
rudimentary  understanding  of  clients'  needs.  They  are  more 
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often  involved  in  providing  functional  assistance  like 
transportation  to  a  medical  appointment  rather  than  being  a 
knowledgeable  advocate.  The  advent  of  managed  care  and  its 
emphasis  on  cost  containment  presents  a  new  set  of  risks  by 
creating  problems  in  access  to  expensive  services  and  in 
ensuring  quality  care  to  people  with  intensive  needs.  The 
upshot  is  that  no  one  really  sees  themselves  as  being 
responsible  for  the  well-being  of  the  whole  person  and  if 
something  should  go  wrong  there  is  collective  innocence 
rather  than  individual  responsibility. 

9.   The  tolerance  for  harm  to  vulnerable  people  in  the 
community  is  extraordinary.  In  the  past  year  alone.  I  have 
seen  forcible  rapes  treated  as  consensual  conduct;  violent 
physical  assaults  which  go  unreported;  unknowing  exposure  to 
STDs  and  HIV  without  intervention;  medical  and  health 
conditions  which  go  untreated;  deaths  which  have  resulted 
from  abuse  and  neglect;  children  of  DD  parents  who  are 
abused  or  neglected  without  intervention,  etc.  Much  of  this 
is  treated  as  free  choice— an  extraordinary  perversion  of  the 
concept  of  choice. 

At  the  same  time,  people  with  disabilities  are  not 
being  taught  what  is  acceptable  social  behavior  in  the 
community.  Persons  living  in  apartment  buildings  can't 
wander  around  hallways  in  their  underwear,  throw  trash  in 
the  stairwells,  etc.  and  agencies  which  defend  their  "right" 
to  do  so,  because  people  without  disabilities  sometimes 
behave  the  same  way,  do  them  and  others  a  disservice. 

10.   Because  of  all  these  defects  in  the  execution  of 
policies  that  are  shrouded  by  words  which  communicate 
concepts  with  which  we  all  agree,  at  the  core  people  who 
live  in  the  community  are  very  often  not  deriving  much  of 
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the  benefit  that  was  originally  envisioned.  Many  of  them 
live  lives  of  isolation  and  segregation  in  the  community. 
And  because  they  live  in  deregulated,  non-supervised, 
unlicensed  settings,  much  of  the  harm  and  exploitation  they 
experience  goes  unknown  and  unaddressed.  In  fact,  even  if 
known,  there  is  not  a  clear  duty  to  report  any  of  it  or  to 
take  any  action.  Because  staff  are  often  not  present 
constantly,  the  harm  that  occurs  often  results  from  the 
client's  own  actions.  We  have  traditionally  thought  of 
responsibility  in  terms  of  staff  culpability  for  harmful 
incidents,  and  have  not  yet  thought  through  how  incident 
reporting  systems  ought  to  change  to  reflect  the  changes  in 
the  service  systems. 

The  QA  systems  have  not  adapted  to  the  changing 
world  in  defining  responsibilities  for  monitoring  the  well- 
being  of  persons  being  placed  in  ISEs.  Well  meaning  efforts 
at  consumer  satisfaction  surveys  are  not  a  substitute  for  a 
more  critical  scrutiny  of  the  quality  of  what  is  being 
created  in  the  community. 

Our  challenge  is  to  recognize  these  emerging  risks  in  the 
community  and  to  pay  more  attention  to  the  need  for  safeguards 
that  work  for  vulnerable  people,  while  also  respecting  their  role 
in  making  decisions.  We  need  to  look  at  community  services  with 
the  same  critical  eye  we  place  on  institutions.  We  need  to  look 
beyond  our  agreement  with  policy  statements  to  the  reality  of 
what  is  being  created  and  the  actual  condition  of  people's  lives. 
We  need  to  insure  that  the  QA  systems  are  changing  their  focus 
and  methods  as  the  service  systems  change.  As  Will  Rogers  put  it, 
"even  if  you  are  on  the  right  track,  if  you  just  sit  there,  you 
will  get  run  over." 

Part  of  our  job  as  administrators,  families  and  advocates  is 
to  help  services  systems  better  understand  the  competencies  they 
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have  to  develop  and  the  preparation  that  is  necessary  to  make  the 
ISE  work.  More  than  ever  before,  success  or  failure  is  going  to 
rest  not  on  individual  professional  judgment  but  on  the  judgment 
of  thousands  of  front  line  staff  and  others  who  are  part  of  the 
support  system,  paid  or  unpaid,  for  the  individual.  Without  a 
clear  understanding  of  the  expectations  and  appreciation  of  the 
risks,  and  adequate  training  and  supervision,  there  is  no  reason 
to  expect  that  they  will  handle  difficult  questions  well.  Without 
this,  I  fear  that  much  of  the  success  of  the  community  movement 
could  be  undone  by  a  backlash  against  tragedies  that  could 
develop. 

In  the  past  two  decades,  we  have  spent  a  great  deal  of 
effort  training  our  staffs  to  comply  with  regulations.   Our 
challenge  now  is  to  inculcate  different  values  and  train  our 
staffs,  not  to  look  so  much  for  prescriptive  regulations  that 
tell  them  what  to  do,  but  to  apply  judgment  in  balancing  the 
value  of  consumer  choice  and  empowerment  with  a  responsibility  to 
protect  individuals  from  risks  they  may  not  comprehend  due  to 
limited  cognitive  ability  or  life  experiences.   These 
responsibilities  may  hearken  back  to  a  more  paternalistic  time, 
but  I  think  we  need  to  be  honest  enough  to  recognize  that  many  of 
the  people  being  served  have  lived  long  stretches  of  their  lives 
without  choices  or  mentors  to  help  guide  them.   They  have  thus 
not  had  the  opportunity  of  guided  learning  about  choices  and 
boundaries,  of  having  someone  with  an  unquestioned  commitment  to 
them  care  enough  to  help  them  learn  by  taking  measured  risks  or 
to  challenge  their  decisions  when  they  are  thought  to  be  unwise 
or  harmful .  They  may  not  have  had  much  experience  in  learning  the 
process  and  value  of  compromise  in  decision-making. 
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Framework  For  Thinking 
About  Choice/ Risk 
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I  would  like  to  suggest  a 


framework  for  thinking  about  the  myriad  issues  that  are 
presented.   At  the  outset,  I  want  to  emphasize  that  this  is  a 
discussion  about  persons  with  mental  disabilities  who  have  a 
questionable  capacity  to  make  some  types  of  decisions.   The  law 
is  well  settled  that  persons  who  are  clearly  competent  have  the 
right  to  make  their  own  decisions  despite  the  risks  that  may  be 
involved. 


In  thinking  about  consumer  choices,  we  need  to  recognize 
that  there  are  many  types  of  choices 


Types  of  Choices 

•  Knowing 

•  Thoughtful 

•  Impulsive 

•  Deliberate 

•  Coerced 

•  Considered 

•  Intelligent 
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•  Spontaneous 

•  Acquiescent 

fillip 

•  Whimsical 

•  Compliant 
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•  Informed 

Ct«r»nc*J   Sundram 
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that  involve  different  degrees 
of  voluntariness,  knowledge  and  intelligence.   All  of  us  often 
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act  on  whims.   We  sometimes  think  more  about  short-term  benefits 
and  less  about  long-term  consequences.   We  make  many  spontaneous, 
impulsive  decisions  at  times,  and  more  thoughtful,  deliberate  and 
considered  judgments  at  other  times. 

We  use  different  types  of  decision-making  methods  for 
different  decisions,  usually  depending  on  what's  at  stake  (e.g., 
buying  an  ice  cream  cone  vs.  changing  jobs) .   And  we  may  use 
different  types  of  choices  at  different  times  (e.g.,  a  dieter  may 
make  a  very  deliberate  and  considered  choice  about  an  ice  cream 
cone) . 

Generally  speaking,  the  more  serious  are  the  issues  at 
stake,  the  more  lasting  the  consequences  of  the  decision,  the 
more  thought  we  put  into  the  decision. 


Examples  of  Values 


•  Self-reliance 

•  Caution 

•  Diligence 

•  Kindness 

•  Ambition 

•  Loyalty 

•  Obedience 
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•  Moderation 

•  Altruism 

•  Justice 

•  Prudence 

•  Courage 

•  Piety 

•  Ambition 


One  of  the  red  flags  that  should  prompt  scrutiny  about  a 
choice  is  whether  the  choice  itself  and  the  manner  in  which  it  is 
made  is  consistent  with  what  we  know  of  the  person's  stable 
values  and  preferences  .   Is  it  "in  character"  with  him  or  her? 
How  important  is  the  choice/decision  to  the  individual?   This  of 
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course  requires  knowing  the  individual  well  enough  to  answer  the 


Probability  of  J  Severity  of 
Harm  Harm 


None  None 


Low 
Moderate 

1111 


Minor 

Moderate 

Serious 


Duration  of 
Harm 


None 
Brief 

Temporary 
Permanent 

tMknown 


question. 

The  next  set  of  considerations  that  plays  a  role  in 
determining  the  level  of  scrutiny  of  the  choice  at  issue  is  the 
risk  entailed  in  the  choice.   There  are  three  different 
dimensions  of  risk— the  probability  that  harm  will  occur,  the 
severity  of  the  harm  and  the  duration  of  the  harm.   The  risks  can 
range  from  a  very  low  probability  of  slight  and  temporary  harm  to 
a  high  probability  of  serious  and  permanent  harm  (e.g.,  a  person 
who'  s  supposed  to  be  on  a  diet  going  to  a  fast  food  restaurant 
and  ordering  a  Big  Mac  and  Fries;  a  blind  person  with  no  travel 
training  attempting  to  cross  a  busy  highway;  a  person  with  poor 
motor  coordination  who  chooses  to  hang  glide)  with  many 
combinations  in  between. 


{Matrix  slide} 

In  essence,  this  approach  suggests  that  we  think  about  each 
issue  or  situation  as  a  matrix,  with  the  risks  arrayed  on  one 
axis  and  the  choices,  preferences  and  interests  and  values  of  the 
individual  on  the  other.   While  this  approach  does  not  offer 
mathematical  precision  in  decision-making,  it  suggests  that,  when 
consumers'  choices  are  clearly  expressed  and  are  consistent  with 
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known  stable  values  and  involve  little  or  no  risk  to  the 
consumer,  the  provider's  responsibilities  for  scrutinizing  such 
decisions  are  minimal  and  can  be  satisfied  by  an  informal 
process.   Many  decisions  of  day-to-day  living  would  fall  into 
this  category.  These  decisions  of  individuals  with  mental 
disabilities  create  great  "teaching  moments"— for  staff  to 
understand  and  appreciate  the  preferences  and  interests  of  the 
individual  and,  at  the  same  time,  to  teach  and  to  strengthen  the 
individual's  decision-making  abilities. 

When  the  consumer' s  choices  are  less  clear  or  are 
inconsistent  with  known  values  and  interests,  but  still  involve 
little  or  no  risk,  the  provider's  responsibility  for  assuring 
that  the  individual  has  in  fact  made  a  voluntary  decision  would 
rise,  but  could  still  be  satisfied  by  an  informal  process  (e.g., 
choosing  to  give  away  a  modest  amount  of  money  to  a  stranger) . 
Again,  these  types  of  decisions  would  create  "teaching  moments" 
about  choice-making  that  would,  over  time,  enhance  the  ability  of 
the  individual  to  make  better  choices,  consistent  with  his  values 
and  interests. 

As  the  risks  inherent  in  a  decision  increase  or  as  they  are 
less  clearly  consistent  with  the  known  values  and  interests  of 
the  individual,  the  obligation  of  the  provider  to  scrutinize  the 
decisions  will  concomitantly  increase,  to  assure  that  the 
decisions  being  made  are  voluntary  and  with  understanding  of  the 
choices  and  options.   The  formality  of  the  process  of  inquiry 
should  likewise  increase  and  involve  individuals  including 
professionals  who  know  the  consumer  well. 

At  the  other  end  of  the  continuum  are  decisions  which 
clearly  expose  the  consumer  to  serious  risks  and  which  appear  to 
be  inconsistent  with  the  known  values  and  best  interests  of  the 
consumer.   These  would  require  careful  scrutiny  to  determine 
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whether  the  decision  is  being  made  voluntarily  and  with  full 
knowledge  of  the  risks  and  consequences  and  may  require  a  formal 
review  process. 

Thinking  about  the  issues  presented  within  such  a  framework 
will  require  real  relationships  between  the  staff  of  our  programs 
and  the  people  they  serve  in  order  to  understand  where  along  the 
spectrum  a  particular  problem  falls.   My  guess  is  that,  given  the 
current  state  of  implementation  of  the  policies  of  choice  and 
empowerment  within  the  service  systems,  many  of  the  issues  we 
will  be  dealing  with  fall  in  areas  where  consumer  choices  are 
clearly  expressed  and  involve  little  or  no  risk.   Working  with 
consumers  to  implement  these  choices  offers  the  opportunity  to 
deepen  relationships,  learn  their  values,  interests  and 
preference,  and  explore  their  understanding  of  risks  and 
consequences.   The  more  successfully  we  carry  out  these  tasks, 
the  less  likely  it  is  that  the  decisions  they  make  will  fall 
within  the  red  zone  of  high  scrutiny  with  a  formalized  process  of 
review. 


Interventions  for  Irnminent 
Risks  of  Serious  Harm 


■*+*.'.•.'* fSJtSSJ.'  • 


Immediate  Action!! 
Increase  Supervision? 
rotective  Orders? 
^Restraint? 
Involuntary  Interventions? 
Surrogate  Decision-Making? 


Clarence  J   Su^dram 


But  identifying  the  decisions  as  falling  within  the  red  zone 
of  high  risk  and  high  scrutiny  does  not  end  the  inquiry.   What 
should  the  provider  do? 
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If  the  situation  presents  an  imminent  risk  of  harm,  it 
should  be  dealt  with  as  an  emergency  where  one  acts  to  prevent 
harm  and  preserve  the  situation  until  other  alternatives  can  be 
considered.  If  some  type  of  coercive  intervention  is  to  be  used, 
there  must  be  a  good  reason  to  believe  that  some  other  judgment 
is  clearly  superior  to  the  choice  made  by  the  consumer.   In 
extreme  cases,  such  decisions  by  an  individual  may  prompt  the 
provider  to  initiate  formal  proceedings  to  review  the  competence 
of  the  consumer  and  to  secure  surrogate  decision-making  (e.g.,  a 
person  giving  away  all  of  his  money  and  becoming  destitute; 
choosing  to  forego  low  risk  medical  treatment  for  a  life- 
threatening  condition) . 


Interventions  for  Non- 
Imminent  Risks 


awwwww; 


■  -  ooooosMMoooa 
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•  How  can  Risks  be  Minimized? 

•  Discuss  Risks/Consequences? 

•  Provide  Education/Training? 

•  Encourage  Discussion  with 
Family/Friends? 

•  Explore  other  Choices/Alternatives? 

•  Add  Safeguards? 

•  Provide  Related  Experiences  with 
Lower  Risks? 


Clarence  J  Sundram 


If  the  risk  of  harm  is  not  imminent,  the  provider  can 
consider  other  methods  of  intervention  from  educational  efforts 
about  the  risks  and  consequences,  to  an  exploration  of 
alternatives  that  might  meet  the  consumer's  interests  and  intent, 
to  the  implementation  of  safeguards  to  reduce  the  risks  of  harm. 

It  is  clear  to  me  from  the  cases  I've  seen  that  they  present 
hard  and  challenging  questions  that  force  each  one  of  us  to 
confront  our  own  values  and  to  define  the  boundary  lines  beyond 
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which  we  will  seriously  question  other  people's  choices  and 
intervene  to  protect  them  from  harm  if  necessary. 

In  closing,  there  is  a  rich  promise  in  this  new  direction- 
one  that  recognizes  the  limits  of  regulation  and  inspection  as 
tools  to  promote  quality  and  one  that  relies  instead  on  the 
choices  and  aspirations  of  the  people  being  served,  assisted  by 
an  engaged  and  supporting  work  force.   What  we  will  depend  on 
more  for  safeguards  is  what  brings  so  many  people  to  dedicate 
their  lives  to  the  helping  professions,  a  sense  of  civic  duty  and 
a  thoughtful  concern  for  the  condition  of  other  people's  lives. 

It  is  apt,  I  think,  to   conclude  with  one  of  my  favorite 
quotes  from  Margaret  Mead,  who  once  said: 

"Never  doubt  that  a  small  band  of  thoughtful  and  committed 
people  can  change  the  world.  Indeed  it  is  the  only  thing  that 
ever  has . " 


III.  Forum  Proceedings:  BALANCING  CHOICE  AND  RISK 
(Round  Table  Discussion) 


The  purpose  of  this  forum  was  to  examine  situations  involving  choice  and  risk  from  the 
perspectives  of  eight  different  service  system  representatives.  With  Mr.  Sundram  moderating  the 
session,  eight  people  participated:  The  Hon.  Maurice  Richardson,  First  Justice,  Dedham  District 
Court,  Matthew  Engel,  J.D.,  of  the  Disability  Law  Center,  Joe  Ricciardi,  Psy.D., Clinical  Director 
at  Vinfen  Corp.,  Virginia  Connolly,  Executive  Director  at  Beaverbrook  STEP  Inc.,  Connie  Lehr, 
DMR  Quality  Enhancement,  Jack  Wier,  self  advocate,  Emily  Murgo  Nisenbaum,  parent,  and 
Kathy  Rafferty,  case  manager  at  Waltham  Committee  Inc.  The  following  is  a  modified 
description  of  the  case  studies  and  the  dialogue  that  ensued. 

Case  Study  (A) 

Tom,  a  52-year  old  mildly  retarded  man,  is  diabetic  and  takes  meds  for  anxiety.  He  receives 
insulin  injections  once  a  day  and  has  extensive  services  from  the  DMR.  He  has  been 
overeating,  eating  the  wrong  foods  and  has  been  spotted  raiding  trash  cans.  When  the  nurse 
is  due  at  his  house  to  administer  the  insulin,  he  often  leaves  or  refuses  the  injection.    He 
shows  no  evidence  that  he  understands  the  seriousness  of  the  implication  of  his  refusals. 
What  do  you  do? 


Case  manager-  You  need  to  communicate  the  problem  to  the  staff  and  the  individual.  You  have 
to  try  motivating,  educating  the  consumer.    Be  persistent  .  "We  can't  literally  open  their  mouths 
or  inject  insulin,"  if  they  are  competent.  You  need  to  talk  to  family  members  or  any  other 
advocates  that  are  willing  to  help  him. 

Audience-  Is  the  person  really  competent  to  make  decisions  for  himself  if  his  actions  threaten  his 
well  being?    Should  he  be  forced  out  of  his  home  for  lack  of  appropriate  interventions? 

Executive  Director-  This  is  not  an  unfamiliar  scenario.  This  is  an  emergency,  requiring  short  and 
long  term  interventions.    In  the  short  term,  something  needs  to  happen  immediately  concerning 
the  treatment,  while  the  longer  term  interventions  and  relationship-building  need  to  develop.  You 
need  to  muster  resources  from  doctors,  clinicians  and  look  at  what  has  been  helpful  in  the  past. 
He  has  obviously  been  successful  in  moving  from  a  group  home  to  an  individual  situation. 

You  need  to  immediately  complete  a  competency  evaluation  regarding  medications  and 
illness.   The  entire  team  feels  that  this  individual  does  not  understand  the  seriousness  of  his 
condition  and  his  actions. 

Psychologist-  This  person  is  extremely  uncomfortable  with  injections  and  medications.  Is  his 
refusal  due  to  anxiety?  Does  he  really  have  a  free  choice  if  anxiety  is  the  driving  force  in  decision 
making?    I  would  recommend  counseling  to  work  with  this  person  to  understand  his  anxiety  and 
try  to  develop  coping  mechanisms. 


Moderator-  What  if  person  X  doesn't  want  to  see  you?    As  a  parent-what  would  you  do? 

Parent-  I  am  not  looking  at  this  clinically.  I  know  that  this  person  moved  into  his  own  home.    I 
am  wondering  about  the  chain  of  events  leading  up  to  this.    Issues  about  control  are  fueling  this. 
Who  else  is  in  his  life?    Are  there  friends,  other  relationships,  peers,  support  groups,  who 
he  can  sit  down  and  talk  to? 

Moderator-  This  person  says    "I  want  to  be  left  alone,"  what  do  you  think  he  is  thinking? 

Consumer-  This  person  needs  support  and  someone  to  share  his  feelings  and  concerns  with. 

Executive  Director-  Something  needs  to  be  done  immediately,  I  would  talk  to  a  lawyer  about 
getting  a  court  order  regarding  the  administration  of  essential  medication. 

Lawyer-  I  would  be  presenting  all  the  evidence  to  determine  if  this  person  has  the  right  to  make 
all  of  these  decisions.  Competency  is  an  elusive,  relative  term.  Cognitively,  this  person  has  the 
ability  to  make  his  own  choices,  as  someone  who  is  mildly  retarded.  Is  this  incompetency,  if  he 
is  really  operating  under  anxiety  and  not  able  to  make  clear  decisions?     All  of  us  engage  in 
avoidance  -  we  need  to  draw  the  line  as  to  where  this  becomes  incompetence.    I  would  probe 
to  discover  to  what  extent  he  really  doesn't  understand,  and  what  he  is  truly  choosing.     My  role 
is  to  preserve  this  person's  choice  and  to  make  sure  that  he  is  making  the  best  decision. 

Audience-  I  think  that  Tom  is  saying  that  he  doesn't  like  living  his  life,  and  he  needs  immediate 
psychological  help. 

Judge-    I  have  the  authority  to  give  this  person  a  10-day  stay  in  a  hospital  to  determine 
assessment  .  I  would  rather  see  a  temporary  guardian  appointed  to  help  sort  out  this  issue.    The 
judge  has  two  decisions  he  or  she  can  make.  These  include:  (1)  determining  if  the  person  is 
competent,  (2)  substitute  judgement.    I  would  look  at  the  medical  prognosis  if  treatment  is 
embarked  upon  or  not  embarked  upon.  What  is  the  ward's  religion,  family's  attitude?     What  is 
the  proposed  medication  and  side  effects?   What  is  the  reason  for  the  ward's  refusal  to  take 
medication  and  necessary  treatment?     Is  the  reason  sensible  or  irrational?     All  these  questions 
would  be  researched  and  answered  in  court  prior  to  a  judge  rendering  a  decision. 

Quality  Enhancement  Professional-    I  would  hope  that  we  wouldn't  wait  for  a  crisis  before  we 
act.    I  would  go  back  into  history  to  determine  how  did  staff  decide  that  this  individual  was 
competent?    We  need  to  ask  what  does  this  individual  want  and  try  to  build  upon  his  support 
systems.  There  is  a  lot  to  look  at.  We  need  to  balance  this  person's  safety  as  well  as  realize  his 
wants/needs. 

Moderator-  Clearly  many  issues  need  to  be  fully  researched  and  understood  before  making  a 
judgement  in  this  situation.    Given  the  many  valid  viewpoints  and  feelings  expressed  in  this  brief 
discussion,  professionals  need  to  be  extremely  thorough  when  developing  and  implementing  a 
course  of  action. 


Case  Study  (B) 

A  young  woman  who  is  in  her  early  20's  is  mildly  retarded.  She  lives  with  two  roommates 
and  receives  approximately  30  hours  of  support  from  the  DMR  .  She  has  been  dating  a 
"gang  looking  man"  who  calls  her  every  day  and  wants  to  "party."    He  spends  weekends  at 
their  house  and  is  causing  her  roommates  extreme  discomfort.  They  are  afraid  of  him,  and 
he  has  propositioned  staff  on  the  phone.  The  young  woman  in  question  has  a  therapist 
whom  she  sees  regularly,  and  this  is  the  only  professional  person  that  has  seen  this  young 
man.   The  young  woman  does  not  want  to  discuss  safer  sex  or  other  confidential  subjects. 
She  has  been  noted  to  complain  "this  is  nobody  else's  business." 


Moderator-  You  know  that  this  young  woman  would  like  to  sneak  off  with  this  man,  and  you  are 
extremely  concerned.  What  can  you  do? 

Psychologist-  I  have  a  strong  reaction  being  asked  to  intervene.  People  have  rights  about  making 
bad  decisions,  concerning  "good"  or  "bad"  people.  I  don't  have  an  obligation  to  interfere  in  a  bad 
decision.  I  try  to  offer  guidance. 

Moderator-  Do  you  think  we  should  leave  this  young  woman  to  do  what  she  wants? 

Psychologist-  There  are  staffing  obligations  and  issues  regarding  security  for  the  roommates. 
Unfortunately,  I  am  bound  to  maintain  confidentiality  to  a  patient  and  could  not  tell  the  staff 
about  this  individual  or  the  young  woman's  feelings  or  decisions. 

Audience-  This  is  a  situation  where  the  issues  need  to  be  discussed  earlier  before  an  incident  like 
this  occurs. 

Moderator-  The  therapist  cannot  divulge  this  information,  but  the  case  manager  finds  out 
through  the  roommates. 

Case  manager-  I  would  respect  the  right  of  the  young  woman  to  choose  her  own  friends. 
However,    I  would  work  with  this  person  on  sexuality  and  safer  sex  practices.    I  would  try  to  get 
a  consent  form  signed  so  I  could  talk  with  the  therapist.    I  would  try  to  talk  to  this  young  man. 
Perhaps  they  could  meet  in  a  supervised  setting  away  from  the  house  so  that  the  roommates  are 
not  affected.  Perhaps  this  man  is  angry  at  the  staff  and  views  them  as  an  obstacle  to  their 
relationship.  I  would  try  to  speak  to  both  individuals. 

Parent-  I  would  have  the  family  and  friends  do  a  real  "check"  on  this  guy.  This  person  sounds  a 
bit  controlling,  and  perhaps  this  young  woman  is  upset  about  something.    I  am  familiar  with  a 
situation  in  which  my  own  daughter's  roommate  had  a  boyfriend  who  brought  a  gun  to  the 


house.  This  was  very  upsetting  to  the  roommates  and  the  family  and  the  staff.  All  parties  put 
pressure  on  the  woman,  and  a  decision  was  made  not  to  let  this  man  back  into  the  apartment. 
Ultimately,  she  stopped  seeing  this  man. 

Audience-  People  often  make  lousy  decisions  when  it  comes  to  love.  However,  limits  need  to  be 
set  when  it  involves  roommates  in  a  shared  living  situation. 

Executive  Director-    I  would  also  work  on  developing  both  short  and  long  term  solutions.  In  the 
short  term,  I  would  develop  a  set  of  ground  rules  regarding  the  house  and  roommates  that 
everyone  is  comfortable  with.  In  the  long  term,  I  would  try  to  get  a  staff  person  to  work  with 
this  woman  regarding  gangs,  drugs,  relationships,  and  sexuality  issues. 

Quality  Enhancement  Professional-  I  would  try  to  pool  resources  and  gather  people  who  are 
familiar  with  this  young  woman.  I  wouldn't  necessarily  jump  to  conclusions  about  the 
companion  without  finding  out  some  specifics.  I  would  try  to  find  out  how  this  woman  has  been 
helped  to  develop  relationships  and  try  to  address  the  issue  of  supervision  and  compassionate 
and  caring  partners. 

Moderator-  Clearly,  there  is  not  enough  information  to  make  an  informed  decision  regarding  this 
circumstance.    All  parties  need  to  discuss  controversial  issues  such  as  relationships,  sexuality, 
and  informed  decision  making  in  preparing  adult  competent  consumers  for  inclusive  living 
arrangements. 


IV.   Workshop  Proceedings:  Diet,  Smoking,  and  Exercise 

Carolyn  Barrett,  facilitator 


Ms.  Barrett  began  the  workshop  by  asking  participants  to  identify  the  issue  that 
concerned  them  most  about  this  topic.    Participants  suggested  that  obesity  and  concerns  about 
diet  posed  the  most  difficulties.    She  then  asked  the  audience  to  describe  what  helps  them 
develop  and  maintain  a  healthy  lifestyle.    The  suggestions  included: 


not  being  alone 

exercise 

feeling  desirable  to  others 

routines 

self  image 

supports  to  help  keep  me  on 

track 

success 

overall  good  mental  attitude 


money 

a  crisis  in  health  status 

information 

fear 

feeling  better 

access  to  healthy  food 

longevity  in  family 

peer  pressure 

success 


Ms.  Barrett  then  organized  these  suggestions  into  three  categories 

Supports 

External  Routines:  a  sense  that  things  are  in  place 

Internal  Integrity:  a  sense  of  self  and  self  worth 

She  also  noted  that  no  participant  suggested  that  externally  imposed  behavior  plans  helped. 
These  plans,  of  course,  are  frequently  used  by  the  services  system  to  promote  change  among 
people  with  mental  retardation. 

The  focus  of  the  discussion  then  turned  to  the  difficulties  of  maintaining  good  health 
practices,  and  Ms.  Barrett  again  asked  the  audience  for  their  ideas.    They  identified  the 
following: 


temptation 

stress 

addiction 

lack  of  time 

too  much  time 

bad  food  tastes  good 

no  will  power 

others'  choices 

media  brain  washing 

peer  pressure 

expense  of  good  food 

food  is  love  for  some 

learned  habits 


holidays  and  celebrations 

no  supports 

nagging 

desire/need  for  immediate 

gratification 

lack  of  information 

denial 

takes  too  much  effort 

advertising 

depression 

poor  self  esteem 

being  "too  good" 


She  suggested  that  people  who  design,  monitor,  and  provide  services  to  people  with 
mental  retardation  need  to  keep  in  mind  these  obstacles  which  discourage  healthy  lifestyles.    We 
need  to  pay  attention  to  stress  levels,  and  boredom,  as  well  as  people's  family  and  social 
histories.    We  must  broker  a  balance  between  risk  and  richness!     She  then  identified  ways  we 
can  promote  such  a  balance. 

1 .  Put  ourselves  in  the  person's  shoes. 

2.  Develop  reasonable  expectations. 

3.  Accept  differences. 

4.  Be  wary  of  each  person's  need  to  control:  control  over  food  may  be  the  only  real  power  this 

person  has. 

5.  Use  what  is  available  and  valuable  in  the  service  system  to  help. 

6.  Use  natural  supports. 

7.  Facilitate  -  don't  do:  encourage  the  taking  of  responsibility  for  our  own  lives. 

8.  There  is  a  big  difference  between  choice  and  neglect. 

The  large  group  then  broke  up  to  discuss  cases.    The  case  of  George  (which  follows  on 
the  next  page)  focused  on  eight  points: 

1 .  What  are  the  smoking  options  in  a  person's  own  home?  Should  he  have  to  go  outside  or 

should  a  special  area  be  developed? 

2.  We  need  to  help  him  rather  than  penalize  him. 

3.  Use  honey  instead  of  vinegar:  he's  asking  for  a  different  living  arrangement,  if  he's  happier 

with  other  things  then  the  smoking  will  be  easier  to  handle. 

4.  Allow  him  to  smoke  in  his  room  with  staff. 

5.  The  cigarettes  had  been  used  as  a   reinforcer,  and  now  it  is  hard  to  stop. 

6.  Let  him  make  the  decision. 


SUPPORTING  EVERYDAY  LIFE: 

ADDRESSING  RISK  AND  SAFETY  ISSUES 

FOR  ADULTS  WITH  MENTAL  RETARDATION 

MARCH  16  1995 

Case  Study 


Background  Information: 

George  is  a  54  year  old  man  who  has  a  number  of  medical  problems.    He  is  labeled 
as  schizophrenic  and  has  mild  to  moderate  level  mental  retardation.    He  has  a  long 
history  of  chronic  kidney  problems  and  has  been  trained  to  self-  catheterize  several 
times  a  day.    He  has  also  sustained  some  liver  damage  as  a  result  of  many  years  on 
high  dosages  of  a  variety  of  psychoactive  medications.    His  multiple  medical  issues, 
together  with  severe  dental  problems,  make  it  necessary  for  him  to  eat  a  rather 
restricted  diet,  and  his  fluid  intake  must  be  monitored  and  limited. 

George  lived  at  home  with  his  parents,  however,  he  was  not  offered  the  opportunity 
of  schooling.    When  his  schizophrenia  manifested  in  his  early  teens,  he  began  a 
succession  of  placements  in  psychiatric  facilities  and  later  in  nursing  homes  because 
of  his  medical  conditions.    He  had  been  inpatient  at  a  state  psychiatric  hospital 
continuously  from  the  age  of  37  when  an  opportunity  to  live  in  a  community 
residence  was  presented.    George  was  very  eager  to  leave  the  hospital  and  consented 
to  the  placement  without  even  viewing  the  house  or  meeting  the  other  people  who 
lived  there. 


II.         The  Situation: 


Like  many  other  people  who  have  lived  in  state  hospitals  and  psychiatric  facilities, 
George  had  come  to  see  cigarettes  as  an  important  part  of  his  life.   Cigarettes  were 
often  offered  as  rewards  for  positive  behavior  and  they  were  a  valuable  medium  of 
exchange  on  the  unit.    George  was  a  life-long  smoker  and  considered  smoking  his 
greatest  pleasure.    Staff  controlled  the  use  of  cigarettes  because  patients  were  not 
permitted  to  have  matches,  however  there  were  frequent  opportunities  to  smoke  in  the 
designated  areas  on  the  unit  and  there  was  a  kind  of  comraderie  between  patients  and 
staff  who  enjoyed  cigarette  breaks  together. 

George  expected  that  there  would  be  fewer  restrictions  on  his  smoking  when  he 
moved  to  his  new  home.    However,  the  agency  providing  the  residential  supports  had 
a  policy  that  prohibited  staff  from  smoking  while  on  the  job,  and  required  that 
consumers  be  protected  from  the  danger  of  passive  smoking  in  their  homes.    A  client 
who  wished  to  smoke  would  have  to  negotiate  this  with  his  housemates.    If  a  separate 
and  ventilated  area  could  not  be  found  in  the  house,  then  the  smoker  would  be 
restricted  to  smoking  outside  the  house. 


While  George  accepted  the  many  other  limitations  that  his  medical  conditions  made 
necessary,  he  found  the  policies  on  smoking  to  be  extremely  unpalatable.    His 
situation  was  made  even  more  difficult  when  his  new  community  physician  indicated 
that  his  continuing  to  smoke  was  a  major  threat  to  his  health  because  it  complicated 
the  optimal  treatment  of  his  kidney  condition.    The  physician  strongly  recommended 
that  he  begin  a  program  to  decrease  his  two  pack  a  day  habit. 

George's  housemates  were  adamant  about  there  being  no  smoking  in  the  house  as 
there  was  no  private  space  that  could  be  devoted  solely  to  this  activity.    George  was 
exceedingly  unhappy  with  this  entire  situation. 

III.  Risks  as  Seen  By  Team  Members: 

The  physician  felt  that,  in  view  of  George's  medically  compromised  situation, 
smoking  was  a  significant  and  immediate  health  threat. 

George's  guardian,  a  relative  who  lived  out  of  state,  noted  that  several  of  George's 
family  members  had  been  very  heavy  smokers  and  that  George  himself  had  begun  to 
smoke  at  quite  a  young  age.    It  was  his  opinion  that  it  made  no  sense  to  expect 
George  to  give  up  this  habit  now. 

Although  program  staff  were  very  concerned  about  George's  physical  health,  they 
were  equally  concerned  that  the  stress  of  a  smoking  limitation  plan  added  to  the  stress 
of  the  significant  life  changes  in  leaving  the  psychiatric  facility  after  so  many  years 
might  impact  very  negatively  on  George's  adjustment.    His  mental  health  condition 
left  him  emotionally  fragile  and  his  dependence  on  cigarettes  had  become  a  way  to 
calm  himself.    They  feared  a  relapse  if  this  support  were  not  available  to  him. 

George  says  that  he  understands  why  his  smoking  is  a  problem  for  his  housemates  and 
why  it  is  dangerous  for  him.    He  does  not,  however,  want  to  give  up  cigarettes  or 
even  decrease  the  number  of  cigarettes  he  smokes  each  day.    He  also  doesn't  think 
that  it  is  fair  that  he  cannot  smoke  in  his  own  home. 

IV.  Questions  for  Discussion: 

1 .  What  other  risks  are  inherent  in  this  situation? 

2.  Where  is  the  balance  between  the  individual's  right  to  choose  for  himself  and 
the  organization's  obligation  to  protect  from  serious  harm  and  provide 
appropriate  support  services  in  this  situation? 

3.  Do  you  think  that  the  agency  policy  is  a  good  one  or  should  it  be  reexamined? 

4.  How  would  you  recommend  that  staff  proceed  in  this  case9    What  program,  if 
any  should  be  developed?    How  should  it  be  implemented? 


V.  Workshop  Proceedings:  Home  Alone 

Nancy  Silver  Hargreaves  and  Russell  Maguire,  facilitators 

Waltham  Committee,  Inc. 


The  "Home  Alone"  workshop  highlighted  for  participants  the  risks  and 
benefits  associated  with  individuals  remaining  in  their  homes  without  staff  support. 
They  discussed  the  emergency  skills  individuals  must  possess  before  remaining 
"home  alone",  as  well  as  the  assessment  procedures  Waltham  Committee,  Inc. 
uses  to  determine  the  presence  of  such  skills.    While  participants  learned  from  the 
formal  presentation,  the  audience's  participation  also  contributed  to  the  workshop 
by  providing  concrete  illustrations  of  "home  alone"  experiences  in  the  lives  of  the 
individuals  they  support. 

Remaining  home  without  continuous  staff  support  allows  individuals  living  in 
supervised  environments  to  increase  their  independence.    This  time  alone  provides 
opportunities  to  plan  leisure  time,  use  problem  solving  skills,  and  independently 
conduct  activities  of  daily  living-  such  as  cooking,  cleaning,  taking  medication.    An 
individual  does  not  need  to  have  all  the  skills  of  independent  living  in  order  to  be 
eligible  to  remain  "home  alone".    For  example,  if  someone  is  unable  to  use  the 
kitchen  safely  or  self-medicate  completely,  this  individual  may  safely  remain  "home 
alone"  at  times  that  do  not  require  meal  preparation  or  medication  administration. 
Russell  Maguire  stressed  the  importance  of  providers  realizing  that  individuals  do 
not  have  to  possess  perfect  independent  living  skills  in  order  to  remain  home 
without  staff  support;  people  are  only  required  to  possess  basic  emergency  skills  in 
order  to  safely  remain  home  alone.    The  more  advanced  emergency  and  problem 
solving  skills  one  possesses,  the  lower  the  risk  associated  with  remaining  home 
alone.    As  long  as  one  is  able  to  identify  an  emergency  situation  and  obtain  help  in 
dealing  with  the  emergency,  there  is  low  risk  associated  with  individuals  being 
without  staff  support  for  appropriate  lengths  of  time.    For  example,  if  one  is  able  to 
identify  a  household  fire  as  an  emergency  situation,  leave  the  house  immediately, 
and  notify  the  fire  department,  there  is  very  little  risk  associated  with  this  individual 
staying  home  alone.    At  the  same  time,  another  individual  may  not  be  able  to  call 
the  fire  department,  but  may  be  able  to  identify  the  situation  as  an  emergency  and 
leave  the  house;  although  the  risks  involved  with  no  staff  support  may  not  be  as 
low  in  this  scenario,  this  person,  too,  may  be  safely  left  home  alone. 

The  Waltham  Committee,  Inc.  has  developed  guidelines  that  integrate  the 
needs  of  an  individual  with  the  skills  they  possess  to  meet  these  needs  in  an 
attempt  to  determine  a  safe  length  of  time  for  the  individual  to  be  without  staff 
support.    For  example,  someone  who  relies  on  staff  support  for  medication 
administration  may  not  be  left  home  for  as  long  as  someone  who  does  not  take 
medications  or  someone  who  can  medicate  independently. 


While  the  workshop  included  discussions  of  emergency  skill  trainings  and 
environmental  adaptations  designed  to  enhance  safety  when  home  alone,  the 
presentation  focused  on  the  premise  that  individuals  must  possess  only  basic 
survival  skills,  not  the  most  advanced  emergency  reactions,  in  order  to  safely  enjoy 
independent  time. 


VI.   Workshop  Proceedings:  Refusing  Services 

Jim  Ross,  facilitator 
Community  Partnerships,  Inc. 


Jim  Ross  began  the  workshop  by  listing  the  reasons  why  people  with  disabilities  refuse  services: 

services  vs.  supports   Services  are  generally  done  to  people  whereas  support  is 
with  people.    Services  are  built  around  deficits  rather  than  on  capacities. 

services  can  be  stigmatizing   People  may  refuse  services  if  they  are  highly  visible 
(i.e.  people  may  be  embarrassed  to  have  a  job  coach  on  site  with  them),  or  if  they 
are  associated  with  a  stigmatizing  label,    (i.e.  people  may  not  want  services  if  they 
have  to  get  them  from  a  "retarded"  agency  or  from  an  agency  that  only  supports 
people  with  severe  behavioral  reputations).     Additionally,  the  "helpers"  may  have 
stigmatizing  job  titles.    Community  Partnerships  uses  the  title  of  "advisor". 

services  may  be  delivered  by  the  wrong  type  of  person   People  can  want  help  but 
not  from  a  particular  person. 

•  services  are  offered  in  an  area  where  the  person  does  not  perceive  a  need  for 
assistance  or  because  they  are  trying  to  hide  a  "secret"    People  may  refuse  some 
services  if  receiving  them  will  mean  that  they  have  to  address  issues  that  they  are 
not  ready  or  willing  to  work  on.   Jim  offered  the  example  of  people  with  drinking 
problems  who  need  supports  in  a  wide  range  of  areas  but  are  committed  to 
continuing  to  drink.    He  also  noted  that  sometimes  a  person  is  trying  to  hide  an 
unsavory  or  abusive  relationship  fearing  that  they  will  have  will  have  to  give  it  up  if 
an  agency  or  support  person  becomes  involved. 

services  are  refused  because  people  fear  the  unfamiliar   People  refuse  services 
because  they  do  not  trust  the  system  or  anything  that  is  unfamiliar. 

Responses  to  People  who  Refuse  Services 

Mr.  Ross  then  directed  his  presentation  to  how  we  respond  to  people  who  refuse  our 
help.    He  suggested  that  generally  we  do  one  of  three  things: 

•  Ignore  the  refusal:  we  keep  dong  more  of  the  "same  ineffectual  stuff,"  hoping  they 

will  come  around. 
Respect  their  refusal  completely:  in  some  cases,  this  is  fine.    In  others,  it  is  a  form 

of  abandonment. 
Respect  the  refusal  but  stay  engaged. 


Mr.  Ross  recommends  that  we  rely  on  this  third  response.    By  staying  engaged  with  the  person 
even  while  they  refuse,  we  can  learn  what  it  is  that  this  person  wants,  or  what  particular  service 
they  might  be  able  to  tolerate,  or  how  we  could  design  the  service  to  make  it  more  palatable. 

What  can  we  do  when  "necessary"  supports  are  refused  ? 

Mr.  Ross  briefly  reviewed  the  legal  and  other  means  of  action  we  can  take  when  the  level 
of  risk  is  too  great  to  accept  refusal: 

Legally:  Rep.  Payee,  Guardian,  Protective  Orders,  Sections  12  commitment 
Personally:  Stay  engaged! 

Liability  issues:  What  if  agencies  have  a  contractual  responsibility  for  someone  who 
is  dangerous  to  self  or  others  but  refuses  help? 

DMR  increasingly  recognizes  that  people  with  dangerous  behaviors  who  refuse  services  can 
mean  liability  issues  for  providers.    Mr.  Ross  suggests  that  there  are  times  when  a  provider 
might  need  to  refuse  to  accept  the  liability,  but  he  also  reminded  the  group  that  friends  are  not 
held  liable  for  another  person's  behavior.    Thus,  instead  of  simply  abandoning  the  person,  a 
system  of  natural  support  might  be  put  into  place. 

Mr.  Ross  asserted  that  we  need  to  stop  protecting  people  from  the  consequences  of 
illegal,  violent  behavior.    We  should  press  charges  for  illegal  activity.  "Friendly  chats"  with  police 
officers,  arrest  and  arraignments,  and  contact  with  probation  officers  can  also  be  very  effective 
ways  to  promote  behavioral  change. 


VII.   Workshop  Proceedings:  Sexuality 

Ann  Rocheleau,  facilitator 
Department  of  Mental  Retardation 


This  workshop  focused  on  supporting  individual  choice  while  considering  issues  of 
consent,  risk,  and  safety.    The  presentation  began  with  a  discussion  of  personal  relationships. 
Ms.  Rocheleau  noted  that  while  everyone  needs  information  and  support  on  all  aspects  of 
sexuality,  most  people  with  disabilities  have  not  had  access  to  this  type  of  information  until  very 
recently.    It  is  critical  for  people  with  disabilities  to  have  education  and  support  around  sexuality 
issues  readily  available  to  them.    Providing  consumers  with  appropriate  sexuality  education  is  the 
best  way  to  reduce  risk.    It  is  important  to  be  proactive  with  education  and  training  so  that 
people  can  make  informed  choices,  rather  than  waiting  for  problems  to  arise  and  dealing  with 
the  issues  then. 

The  group  reviewed  a  list  of  questions  that  should  be  considered  when  developing 
sexuality  guidelines.    Sensitivity  to  individuals  and  their  needs  is  the  fundamental  task  when 
attempting  to  establish  guidelines.    The  guidelines  must  encompass  a  wide  scope  of  topics 
related  to  sexuality  including  a  mission  statement  that  incorporates  the  philosophies  of  the 
particular  agency  and  DMR.    Agency  staff  must  be  trained  and  fully  aware  of  what  is  expected 
of  them  in  helping  consumers  adhere  to  the  guidelines,  and  consumers  must  be  fully  educated 
and  understand  their  responsibility  in  following  the  guidelines.    Any  policies  instituted  for  the 
consumers  must  be  reviewed  and  updated  annually  to  ensure  that  the  policy  is  workable  and 
consistently  sensitive  to  the  needs  of  the  consumers. 

The  workshop  then  divided  into  five  small  groups  to  discuss  individual  case  studies;  each 
group  was  required  to  develop  of  a  set  of  sexuality  guidelines.   The  mission  of  each  group  was 
to  "identify  unhealthy  risk  and  develop  treatment  that  provides  a  healthier  balance  between 
safety  and  risk."    The  case  studies  emphasized  how  sexuality  guidelines  must  be  sensitive  to  the 
individual  situation.    It  also  focused  on  how  difficult  it  is  to  develop  proper  guidelines  that  will 
simultaneously  suit  the  consumer,  his  or  her  peers  and  the  agency  staff.    Each  group  presented 
their  guidelines  to  the  workshop  participants. 

Ms.  Rocheleau  concluded  the  workshop  with  a  summary  of  its  key  points  emphasizing 
that  appropriate  sexuality  education  is  paramount  in  helping  people  with  disabilities  make 
informed  choices  with  minimal  risk. 


DEVELOPING  SEXUALITY  GUIDELINES 

WRITING  AND  IMPLEMENTING  SEXUALITY  GUIDELINES  IS  A  VERY  SENSITIVE 
AND  CONTROVERSIAL  ISSUE.   INDIVIDUALS  INVOLVED  WITH  THIS  TASK 
NEED  TO  BE  COMMITTED  TO  DEVELOPMENT  OE  THE   POLICY.   THE  AGENCY 
MUST  GIVE  FULL  SUPPORT  BY  PROVIDING  TRAINING  EOR  BOTH  STAFF  AND 
CONSUMERS  AND  BY  PROVIDING  THE  FINANCIAL  RESOURCES  NEEDED  TO 
CARRY  OUT  THESE  GUIDELINES. 


1.    WHO  SHOULD  BE  INVOLVED  IN  DEVELOPING  SEXUALITY 
GUIDELINES? 


CONSUMER 

DIRECT  CARE  STAFF 
CLINICAL  STAFF 
LEGAL  CONSULTANT 


-  PARENT  /  GUARDIAN 
~  CLERGY 

~  ADMINISTRATIVE  STAFF 

-  SEXUALITY  CONSULTANT 


2.  MISSION  STATEMENT:   GUIDELINES  FOR  WRITING  A  MISSION 
STATEMENT  FOCUSING  ON  SOCIAL  SEXUAL  EXPRESSION.   A  MISSION 
STATEMENT  SETS  THE  STAGE  FOR  THE  PERCEPTION  OF  YOUR  GUIDELINES 

A.  .  REVIEW  THE  OVERALL  PHILOSOPHY  OF  YOUR  AGENCY. 

B.  REVIEW  THE  MISSION  STATEMENT  FROM  DMR . 

C.  WRITE  A  STATEMENT  THAT  IS  IN  LINE  WITH  BOTH 
PHILOSOPHIES,   (THEREFORE  THE  POLICY  WILL  RECEIVE 
THE  SUPPORT  IT  REQUIRES  TO  BE  IMPLEMENTED) . 

D.  STATE  THE  APPROACH  YOUR  POLICY  WILL  BE  TAKING:  PROACTIVE 
OR  REACTIVE? 

3.  WHAT  IS  THE  PURPOSE  OF  HAVING  SEXUALITY 
GUIDELINES? 


THIS  IS  ONE  OF  THE  MOST  IMPORTANT  QUESTIONS  THAT  NEEDS  TO  BE 
ANSWERED.   WHILE  WRITING  GUIDELINES,  THE  COMMITTEE  MUST  KEEP  IN 
MIND  THE  PURPOSE. 

A  GOOD  RULE  OF  THUMB  IS  THAT  THE  GUIDELINES  SHOULD  PROVIDE  A 
STRONG  STRUCTURE  OUTLINING  AN  ARRAY  OF  SEXUALITY  AND  RELATED 
TOPICS. 

TOPICS  TO  CONSIDER: 


RELATIONSHIPS 

PRIVACY  /  NUDITY 

MASTURBATION 

CONTRACEPTIVES 

CONSENT  TO  SEXUAL  ACTIVITY 

PREGNANCY  /  CHILDBEARING 

SEXUALLY  TRANSMITTED  DISEASES 

SEXUALLY  EXPLICIT  MATERIALS 

NON-NORMATIVE  SEXUAL  EXPRESSION 

REFERRAL  FOR  SEXUALITY  EDUCATION 

FAMILY  /  GUARDIAN  INVOLVEMENT 


DATING 

SEXUAL  ACTIVITY 

BIRTH  CONTROL 

MARRIAGE 


/  HIV  TRANSMISSION 


4.  EDUCATION  AND  TRAINING  OF  THE  SEXUALITY  GUIDELINES 

WHO  DO  YOU  TRAIN  AND  EDUCATE  ONCE  THE  GUIDELINES  HAVE  BEEN 
APPROVED  BY  YOUR  AGENCY?   EVERYONE  INVOLVED  IN  CARRYING  IT 
OUT  NEEDS  TO  BE  TRAINED  IN   AT  LEAST  THE  SECTIONS  THAT  APPLY 
TO  THEIR  AREA. 

STAFF  TRAINING  SHOULD  INCLUDE: 

-  FORMAL  IN  SERVICE  ON  THE  GUIDELINES 

-  SENSITIVITY  TRAINING 

-  EDUCATION  FOR  TEACHING  CONSUMERS 

(TEACHABLE  MOMENT  /  FORMAL  EDUCATION  &  CLASSES) 

CONSUMER  TRAINING  SHOULD  INCLUDE: 

-  EDUCATION  ON  CONSUMER  RIGHTS  AS  SOCIAL  AND 

-  AWARENESS  OF  OPTIONS  REGARDING  EDUCATION 

-  FORMAL  EDUCATION  THAT  IS  AGE  &  FUNCTIONALLY 
APPROPRIATE 

-  INFORMAL  EDUCATION  ACROSS  ALL  SETTINGS 
(STAFF  ROLE  MODELING) 

5.  CURRICULUM  AND  RESOURCES  AVAILABLE 

YOUR  SEXUALITY  GUIDELINES  SHOULD  PROVIDE  AN  OUTLINING  OF 
RESOURCES  AND  CURRICULUM  MATERIAL  AVAILABLE  FOR  CONSUMERS 
WITH  REGARDS  TO  EDUCATION  AND  TREATMENT. 

RESOURCES  MAY  INCLUDE: 

-  COMMUNITY  HUMAN  SERVICE  AGENCIES  SUCH  AS  PLANNED 
PARENTHOOD,  PRO-HEALTH,  MENTAL  HEALTH  CLINICS,  RELIGIOUS 
AFFILIATIONS,  SUPPORT  GROUPS  AND  CONSULTANTS. 

-  AGENCY  PROVIDED  RESOURCES  SUCH  AS  COUNSELORS, 
SEXUALITY  TRAINERS  AND  EDUCATORS,  MEDICAL  ADVISOR,  AND  LEGAL 
CONSULTATION. 

CURRICULUM  MATERIALS  MAY  INCLUDE: 

-  SEX  EDUCATION  &  STAGES  OF  HUMAN  DEVELOPMENT 
(LIFE  HORIZONS  SLIDE  SERIES  &  MANUAL,  ANATOMICAL 

MODELS) 

-  APPROPRIATE  SOCIAL  /  SEXUAL  BEHAVIOR 

(CIRCLES  CONCEPT  PROGRAM) 

-  BODY  CONSTRUCTS 

(LIFE  SIZE  BODY  CHARTS) 

-  HIV  /  AIDS  EDUCATION 

(SAFE  CURRICULUM,  CONDOM  EDUCATION  KIT,  ANATOMICAL 
MODELS) 


POLICY  ASSESSMENT 


1 .  Does  the  policy  recognize  the  sexuality  and  related  needs  of  the  consumer?  How? 

2.  Does  the  policy  recognize/address  the  education,  counseling,  training  needs  of  the 
consumer? 

-Are  the  statements  specific  and  comprehensive? 
-If  not,  what  should  be  added? 


3.  Does  the  policy  recognize/address  the  training  needs  of  staff? 

-Are  the  statements  specific  and  comprehensive? 
-If  not,  what  should  be  added? 

4.  Does  the  policy  address  the  protocol  for  the  assessment  and  determination  of  sexuality 
related  needs  of  the  consumer? 

-Does  it  identify  staff  roles  and  responsibilities  for  doing  so? 

5.  Does  the  policy  address  consumer  social  and  sexual  behaviors? 

-Does  it  identify  related  staff  roles  and  responsibilities? 

-Does  it  address  course  of  action  related  to  consumers  which  demonstrate  capacity 

to  give  consent  versus  those  who  do  not? 

6.  Is  the  policy  overty  restrictive  or  prohibitive? 

-How  so? 

7.  Is  the  policy  not  restrictve  enough? 

-How  so? 

8.  If  you  were  the  consumer,  is  this  a  policy  you  would  like  and  be  proud  of? 

-Why  or  why  not? 


~ASE  STUDIES 
IDENTIFYING  UNHEALTHY  RISK  AND  DEVELOPING  TREATMENT 
WHICH  PROVIDES  A  HEALTHIER  BALANCE  BETWEEN 

SAFETY  &  RISK 

I.  Is  there  an  unhealthy  social  /  sexual  risk?   If  yes,  what  is 
the  risk? 


W  h  y_  _  i_s  this  be  ha  v  i  o  r  a  risk? 


3.   Who  needs  to  be  included  in  the  discussion? 

Who  needs  to  be  included  in  developing  a  treatment  plan? 


4.   Outline  your  treatment  plans  to  educate  and  promote  healthier 
and  safer  choices.   List  your  primary  plan  and  your  alternative 
plan  . 


5.  List  the  resources  (agency/community)  you  might  utilize  in 
meeting  this  need? 


Ellen  and  her  new  water  bed 

Ellen  is  a  50  year  old  woman  with  a  diagnosis  of  moderate  mental 
retardation.  Ellen  is  known  as  a  very  naive  person.  She  lives  in 
a  home  with  5  other  people.   The  home  is  coed.   Ellen  bought  a 
water  bed  a  couple  of  months  ago.   She  really  enjoys  her  new  bed 
Ellen  is  now  inviting  different  house  mates  to  come  into  her  bed 
with  her.   Staff  have  walked  in  on  numerous  occasions  and  found 
her  and  other  house  mates  under  the  covers.  Ellen  does  not  seem 
to  have  a  sexual  intent  when  in  bed  with  others,  but  other  house 
mates  may  be  getting  mixed  messages.   Staff  don't  want  to  hurt 
Ellen's  feeling  about  her  new  bed  but,  they  are  afraid  someone 
might  take  advantage  of  her. 


BACKGROUND  INFORMATION 

Reports  from  when  Ellen  lived  in  a  state  hospital  state  that  she 
was  raped  when  she  was  23  years  old  by  a  family  member  on  a  home 
visit . 


DAVID  likes  to  watch  Soap  Operas 

David  is  a  45  year  old  man  who  is  mildly  mentally  retarded  and 
exhibits  psychotic  features.   David  lives  in  a  residence  that  is 
coed.   Every  afternoon  David  watches  soap  operas.   He  has  been 
caught  masturbating  with  his  hands  in  his  pockets.   He  only  does 
this  while  watching  soap  operas.   When  staff  ask  him  to  go  to  his 
room  he  says  "NO"  and  takes  his  hands  out  of  his  pockets  and 
folds  them  on  his  lap.   Other  consumers  have  complained  about 
David's  behavior.   David  only  stops  masturbating  when  staff  are 
in  the  room. 


BACKGROUND  INFORMATION 

In  the  past  3-5  years  Dave  attended: 
a  sexuality  education  program 
universal  precaution/safer  sex  program 
CIRCLES:   RELATIONSHIP  BUILDING  SKILLS 


BILL  and  his  American  Dream 


Bill  is  a  25  year  old  man  who  functions  within  the  moderate  level 
of  mental  retardation.   He  lives  in  a  home  with  five  other  men. 
He  works  in  a  factory  sweeping  floors.   His  dream  is  to  get 
married  and  have  his  own  house  with  his  wife.   Most  of  his 
conversations  focus  around  this  dream.   He  is  always  asking  staff 
about  their  spouse  and  how  they  meet.   Bill  does  not  have  a 
girlfriend  but  he  is  looking.   Lately,  he  has  been  going  up  to 
women  and  ask  them  to  marry  him.   When  these  woman  say  "no"  he 
gets  angry  and  calls  them  a  slut. 

The  factory  manager  just  called  his  home  to  tell  you  that  if  he 
does  not  quit  harassing  the  women  he  will  be  fired. 

BACKGROUND  INFORMATION 

5  years  ago  Bill  attended  an  8  week  class  on  sexual  education. 

3  years  ago  Bill  met  an  objective  on  greeting  people 

appropriately. 

Currently  Bill  is  working  developing  friendships.  He  attends  a 

weekly  group  at  the  Community   Counseling   Center.       Bill  will  have 

successfully  completed  the  class  in  3  weeks. 


Debbie  falls  in  LOVE 


Debbie  is  a  35-  year  old  woman  with  mental  retardation,  her  mother 
is  her  medical  guardian.   Debbie  works  at  NYNEX  in  the  office 
answering  telephones.   One  day  while  having  coffee  in  the  break 
room  Debbie  met  a  young  man  who  also  has  mental  retardation. 
They  became  friends.   At  her  home  she  tells  everyone  that  she  has 
a    boyfriend.       She  enjoys  calling  him  on  the  phone  at  night  and 
making  snacks  tc  share  with  him  at  work.   Debbie  is  asking  to 
have  him  over  fc;  supper,  and  to  have  him  listen  to  music  in  her 
room  with  her . 


MIKE  SAYS  "BUT]" OUT  OF  MY  PRIVATE  LIFE" 

Mike  is  a  35  year  old  man  with  a  diagnosis  of  Mild  mental 
retardation.   He  lives  in  a  staffed  apartment  with  one  other  man. 
He  has  lived  there  for  over  ten  years.   He  can  be  very  social  and 
he  values  his  independence  greatly.   He  has  extensive  community 
skills  and  is  capable  of  getting  by  own  his  own.   Mike  has  a  long 
history  of  approaching  strangers  for  sexual  encounters.   Staff  do 
not  think  he  is  using  any  form  of  protection.   When  Mike  is 
approached  about  his  behavior  he  becomes  angry  and  says  "but  out 
of  my  private  life".   Staff  are  afraid  for  Mike,  but  don't  know 
what  to  do  because  he  refuses  services. 


;  -  Jlfli  Education  Progriahv^aunrque^ 
^%^§aid  for  educators  ahcl  coufi^lors  ;* 
~^~S"  promoting  the'use^f  cohdofnsi^^ 

The  carrying  case,  constructed  oMg|feg| 
sturdy  corrugated  rardboaH,Jmea^uli£^ 
16  1/4"  x  12  3/4"  x  2  178",  and  can  bfrjfSg 
folded  open  as  a  display  unit."  Prices  and^v^^ 
ordering  information  apply  only  to  the.A^g|g 
complete  kit  which  contains  all  the    vsaN^jM^gg 
components  pictured  with  the  exception      r]^§ 
of  the  condom  wallets.  Kit  includes: 
1  LifeStyles  T-Shirt,  1  Penis  Demon-  >i& 

stration  Model,  1  Audio  Tape,  100  "How      ;'*0 
To  Use"  Instruction  Leaflets,  6-3  packs 
of  Non-Lubricated  Condoms  and 
1  Condoms/STD  Brochure. 

To  order  the  P.E.P.  Talk  Kit:  Send 
check  for  $19.95  for  each  kit  payable  to 
Ansel  I,  Incorporated. 

Mail  to:  Ansell  Medical  Products 
P.O.  Box  1252 
Dothan.AL  36302 
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The  P.E.P.  Talk  Kit  is  the  only  item  that  can  be  individually  ordered.  Components  of 
the  kit  as  well  as  condom  wallets  can  be  purchased  along  with  your  regular 
condom/glove  order.  Please  refer  to  our  Healthcare  price  list  for  pricing  information 
and  minimum  order  requirements. 
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Condoms 


"rom  Ansell  .  .  .   Amenc. 
Medical  I'nnh.  ■ 


v.  uiioiiin  i.  i»tnp.in\ 


AT         «l'« 


I, 


VIII.    Proceedings:  Final  Session 
Clarence  Sundram,  facilitator 


We  began  this  session  with  each  facilitator  reviewing  the  discussion  in  his/her  workshop. 
Mr.  Sundram  then  summarized  our  day's  work  in  four  points: 

•  We  have  far  more  questions  than  answers  and  more  than  one  solution  to  any 

problem.   We  must  decide:  is  it  our  problem  or  the  problem  of  the  person  we  are 
trying  to  support? 

We  have  to  know  the  person  and  respect  him  or  her  as  an  individual  with  hopes 
and  dreams. 

We  need  to  use  the  power  of  persuasion  rather  than  the  persuasion  of  power.    The 
most  appropriate  model  for  decision  making  is  not  authoritarian  or  hierarchical,  not 
the  parent,  administrator,  or  boss.   The  more  suitable  role  is  that  of  friend, 
someone  who  values  the  person  and  genuinely  likes  the  person. 

Apply  common  sense,  a  rare,  though  essential,  quality. 


IX.    Case  Studies 
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"Supporting  Everyday  Life:  Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

March  16,  1995  9:00  am-4:00  pm 
The  College  Center 
Framingham  State  College 

We  are  seeking  case  examples  which  identify  concerns  about  risk    . 
taking  and  the  health  and  safety  of  people  with  mental  retardation.  We  are 
especially  interested  in  cases  which  involve  health  care  choices  (i.e. 
smoking,  food  restrictions,  self  medication,  refusal  of  treatment),  sexuality, 
reduction  in  supervision  at  home  and  in  the  community,  and  refusal  of  MR 
services.  [The  person's  name  should  not  be  made  known  to  us  and  no 
agency  affiliation  will  be  identified  at  the  conference.]    We  will  be 
using  these  cases  throughout  our  day;  selected  examples  will  also  be 
included  in  our  report  of  the  conference. 

I.  Background  information:  (include  here  age,  sex,  living  situation,  length  of 
association,  level  of  mental  retardation,  other  diagnoses/  health  concerns 
of  the  identified  person.  Please  do  not  Include  the  person's  name) 

38  year  old  male;  Down  Syndrome;  Otitis  media;  slight  hearing  impairment. 
Lives  with  two  rocmmates,  one  male,  one  female,  both  older;  all  receive  services, 
approximately  10  hours/week  individual, 10  hours  with  rocnmates. 
15+  years'  association. 

II.  Describe  the  situation: 

For  many  years,  this  man  has  gone  through  cycles  of  "wandering"  around  the  city 
where  he  lives.  He  leaves  for  up  to  24  hours  at  t.lme3.   He  docs  not  notiCy  his 
rocmmates  or  staff  where  he  is  going,  or  what  he  will  be  doing.  He  has  been  found 
by  city  police  sleeping  on  park  benches,  he  has  knocked  on  strangers'  doors  in  the 
early  morning,  asking  for  rides;  he  has  several  "hangouts"  where  he  goes  regularly 
(YMCA,  various  clubs  and  bars  in  the  downtown  area,  bus  station) ,  often  without  $ 
or  identification.  He  has  been  barred  from  several  places  due  to  ordering  food  or 
drinks  and  then  not  paying  for  them.  He  has  approached  police,  claiming  to  be  lost, 
and  asking  for  a  ride  home.  When  asked  by  support  staff  about  this  activity,  he 
will  say  he  is  looking  for  a  party. 

III.  Identify  the  risks  involved  as  perceived  by  key  team  members  (person 
with  mental  retardation,  family/guardian,  direct  care  staff,  DMR  service 
coordinator,  senior  staff,  legal  counsel).   How  do  individual  team  members 
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view  the  intensity  and  nature  of  risks  differently? 

Members  of  the  team  arc  concerned  for  this  man's  safety  in  the  city  at  night,  since 
he  hangs  out  at  places  that  are  potentially  dangerous .  Health  risks  include  ex- 
posure to  the  cold,  if  he  is  injured  and  needs  emergency  care,  but  does  not  have 
his  identification  with  him.  This  man  can  state  that  what  he  does  is  "dangerous," 
but  that  does  not  stop  him  from  going  out  when  he  gets  the  urge.  Team  believes  that, 
if  we  can  put  some  safeguards  in  place,  the  safety  issue  will  diminish,  and  he  can 
enjoy  these  destinations.  We  have  had  no  success  in  convincing  him  to  cooperate 
with  the  safeguards. 


IV.  Describe  any  plans  which  were  developed  to  promote  healthy  and  safe 
choices. 

Assisting  him  to  write  notes  before  leaving  home;  offers  to  pick  him  up  at  a 
certain  time  at  a  particular  location;  reminders  about  money  and  identification; 
making  sure  he  names  and  phone  numbers  for  emergencies;  arrangements  have  been 
made  with  several  club  owners,  so  that  they  can  call  him  a  taxi  and  we  will  ensure 
they  are  reimbursed.  YMCA  will  call  support  staff  when  he  shows  up  by  himself. 
Additional  staffing  has  been  put  in  place,  offering  him  a  variety  of  activites  to 
choose  from,  that  he  can  do  one  to  one  or  with  others.  Regular  discussions  regarding 
safe  choices  and  behavior  are  held  with  him. 


V.  What  were  the  outcomes  of  the  plans? 

This  man  has  never  provided  notes  for  roommates  independently  (although  he  is 
capable  of  doing  so)  .  Does  not  call,  even  when  he  has  his  emergency  numbers  with 
him.  Will  intentionally  leave  hiswallet,  with  money  and  numbers,  at  home  when 
he  goes  out.  If  he  knows  club  owner  has  notified  support  staff,  he  will  leave  a 
place.  Once  he  realizes  staff  know  a  particular  hangout,  he  will  cruise  the 
neighborhood  looking  for  a  new  spot. 


VI.  What  aspects  of  this  situation  remain  problematic? 

All.  At  this  time,  this  man  is  not  working.   He  was  fired  for  net  showing  up 
at  work.  Service  Coordinator  has  recommended  a  competency  test,  but  this  person 
r^n  v-4-^f-A  nil  of-    th<=  safety  rules  and  can  identify  dangerous  situations. 
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VII.  What  kinds  of  assistance  would  be  helpful  in  resolving  some  of  these 
problematic  situations? 

This  man  has  expressed  an  interest  in  moving,  living  with  different  roommates. 
Support  staff  believe  that,  if  he  had  a  younger,  male^.  active  roommate,  he  would 
be  more  inclined  to  participate  in  activites  in  a  safer,  more  positive  way.  We 
would  also  like  to  connect  him  with  a  college  student  or  YMCA  member  to  increase 
his  participation  in  the  activites  there,  since  he  enjoys  them  and  they  are 
available  during  many  hours  of  the  day. 

He  could  really  benefit  from  a  30b  that  would  capitalize  on  his  strengths:  slow, 
careful  work,  laid  back,  flexible  schedule  or  early  morning. 
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Ca£6  Example: 

Supporting  Everyday  Life: 

Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

I.  Background  information: 

•  Mary  (not  her  real  name)  is  a  30  -year-old  legally  blind,  deaf 
woman  with  mild  mental  retardation. 

•  She  first  moved  to  a  24-hour  staffed  apartment  from  a  private 
residential  school  in  1988. 

•  In  1990.  Mary  moved  into  a  duplex  apartment  with  two  other 
deaf  women  where  24-hour  supports  were  availaible  to  her 
next  door. 

•  In  1992,  Mary  moved  into  an  individual  support  apartment  with 
two  other  deaf  women  with  42  hours  of  supports  per  week  for 
all  three  women. 

•  In  1995,  Mary  purchased  a  condominium  with  another  deaf  woman 
who  is  her  long  time  friend  and  housemate.  They  currently  receive 
25  hours  of  support  a  week. 

II.  Describe  the  situation: 

Because  Mary  had  lived  in  a  private  residential  school  for  many  years 
she  did  not  have  the  opportunity  to  acquire  skills  essential  for  living 
independently.  Many  things  were  just  done  for  her  as  a  matter  of  routine 
Some  of  these  absent  skills  were  fairly  innocuous,  such  as  using  an  alarm 
clock  to  get  up  for  work  and  doing  one's  own  laundry.  Others  were  more 
complex,  such  as  going  to  the  local  supermarket  and  purchasing  ingredients 
to  prepare  a  meal.  These  skills,  although  representing  varying  degrees  of 
complexity,  could  be  taught  to  Mary  without  much  difficulty.  In  the 
interim,  Mary  had  24-hour  supports  to  ensure  that  this  instruction 
occurred.. 

Additionally,   Mary  did  not  possess  appropriate  responses  to 
emergencies  and  this  greatly  interfered  with  her  ability  to  live 
independently.  For  example,  although  she  was  able  to  exit  her  house  in 
response  to  a  fire  alarm  she  did  not  know  what  to  do  once  she  was  outside 
(i.e.,  Call  the  fire  department:  go  to  a  neighbor's  for  help)    Mary  also  had  no 
knowledge  regarding  what  to  do  in  case  of  a  power  failure,  a  major  water 
leak  in  her  apartment,  how  to  handle  serious  illnesses  or  injuries  and  how  to 
respond  to  strangers. 
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This  last  item  was  particularly  important  in  that  Mary  was  being  taught 
how  to  use  the  community  independently.  As  a  result,  she  was  going  to  be 
exposed  to  strangers  on  a  more  frequent  basis 

Thus,  because  Mary  did  not  possess  the  skills  to  be  left  home  alone  or 
to  travel  independently  in  the  community  without  staff  supports  we  decided 
to  teach  her  these  skills.  This  meant  actually  exposing  her  to  contrived  yet 
realistic  emergency  situations  following  instruction  to  assess  her  skills    For 
the  purpose  of  brevity  we  will  focus  on  only  one  aspect  of  Mary's  emergency 
skills  instruction,  that  of  stranger  training 

III.  Identify  the  risks  involved  is  perceived  by  key  team 
members  (person  with  mental  retardation,   family/guardian, 
direct  care  staff.   DMR  service  coordinator,  senior  staff,    legal 
counsel) 

How  do  individual  team  members  view  the  intensity  and 
nature  of  risks  differently? 

The  obvious  and  over-riding  risk  was  that  Mary  had  the  potential  to 
be  victimized  by  strangers.  She  did  not  possess  any  self-protections  skills, 
that  is,  she  did  not  know  to: 

•  Say  No  to  strangers  inappropriate  solicitations: 

•  Get  Away  from  the  stranger  immediately; 

•  Tell  Someone  in  authority  about  the  incident  as  soon  as  possible 
Further,  Mary  was  deaf,  legally  blind,  and  had  no  intelligible  speech 

with  which  to  access  help, 

Prior  to  actual  travel  training  with  staff  Mary  was  afraid  to  step  out  of 
her  house  to  walk  anywhere  in  the  neighborhood.  However,  Mary  soon 
overcame  this  fear  with  repeated  trips  with  staff.  Once  training  became 
routine,  Mary  did  not  see  any  risks  associated  with  traveling  in  the 
community.  She  had  had  staff  supports  and  was  never  unsupervised:  staff 
had  always  dealt  with  all  emergencies,  including  strangers.  It  wasn't  until 
staff  supports  were  systematically  removed  to  assess  her  skills  that  Mary 
experienced  any  anxiety.  Even  this  anxiety  was  more  a  fear  of  being 
unsupervised  rather  than  a  response  to  a  specific  risk.  Mary  did  not  develop 
the  concept  of  risk  involving  strangers  until  she  became  more 
knowledgeable  and  sophisticated  regarding  the  potential  dangers  of 
responding  to  strangers.  However,  it  appeared  that  Mary  was  not 
overwhelmed  by  this  and  seemed  to  feel  that  if  she  did  what  the  training 
taught  her  to  do  all  would  be  well. 

The  direct  care  and  senior  staff  of  the  agency  providing  supports  to 
Mary  viewed  the  situation  as  containing  two  sets  of  risks.  The  first  set  was 
the  obvious  risks  associated  with  Mary  traveling  independently  in  the 
community. 
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The  second  set  was  me  risks  associated  with  teacnina  Mary  aooroDriate 
self- protection  skills.  Because  the  training  necessarily  involved  exposing 
Mary  to  actual  strangers  (though  in  reality  employees  of  the  agency)  staff 
were  worried  that  Mary  might  inadvertently  learn  that  the  community 
contained  only  strangers  to  be  avoided  and  consequently,  refuse  to  travel 
independently. 

The  Service  Coordinator  felt  similarly  as  staff:  Mary  had  the  potential 
to  live  an  independent  arid  fulfilling  life.  To  do  so,  she  had  to  demonstrate 
the  ability  to  handle  emergency  situations,  particularly  responding  to 
strangers,  independently.  Thus,  despite  the  risks,  it  was  decided  to  go 
forward  with  this  training. 

It's  important  to  note  that  the  Mobility  Trainers  from  the 
Massachusetts  Comission  for  the  Blind  felt  that  Mary  did  not  possess 
sufficient  skills  to  travel  in  the  community  independently.    However    Mary 
really  wanted  to  learn  how  to  take  the  bus  to  and  from  work  so  we  provided 
the  necessary  training. 

IV.  Describe  any  plans  which  were  developed  to  promote  healthy 
and  safe  choices. 

1 .  Mary  was  taught  how  to  respond  to  strangers  when  at  home. 
around  her  house,  and  when  out  in  the  community.  Mary's  self -protection 
skills  were  first  assessed  by  having  strangers  approach  her  in  these  three 
settings  and  ask  her  to  go  with  them  on  some  pretext.  This  assessment 
provided  empirical  confirmation  that  Mary  was  at  risk  in  the  community  as 
she  did  not  have  self- protection  skills. 

Mary  was  then  taught  to  Say  No,  Get  Away,  and  Tell  Staff  in  response 
to  strangers.  Training  involved  direct  instruction  and  role  play.  Mary 
acquired  these  skills  quickly,  within  9  teaching  sessions,  each  lasting 
approximately  15  minutes. 

Following  training,  Mary's  self- protection  skills  were  again  assessed 
by  having  confederate  strangers  approach  her.  This  time,  Mary 
demonstrated  the  self- protection  skills  at  100%  accuracy. 

2.  During  training.  Mary  was  exposed  to  appropriate  interactions 
from  strangers,  inappropriate  interactions  from  strangers,  and  interactions 
with  familiar  individuals.  This  was  done  in  an  effort  to  avoid  Mary  learning 
that  the  community  was  an  unfriendly  place  and  that  all  strangers  were  bad 

3.  Travel  training  also  continued  during  this  time,  teaching  Mary  how 
to  use  the  bus  to  get  to  and  from  her  work.  This  was  accomplished  via 
picture  sequences  identifying  the  critical  steps  she  had  to  take  and  what  bus 
to  take  from  where. 
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V.  What  vere  the  outcomes  of  the  plans? 

Mary  learned  how  to  respond  to  strangers  appropriately.  She  also 
learned  how  to  handle  a  host  of  other  emergency  situations  independently. 
As  Mary's  independent  skills  increased,  the  level  of  staff  supports  necessary 
decreased.  Initially,  Mary  had  24  -hour  supports.  Then,  based  on  her 
acquisition  of  skills  she  was  left  alone  for  2,  4  and  then  8 -hours.  This 
included  allowing  her  unsupervised  travel  in  the  community.  Specifically. 
Mary  had  become  competent  in  going  to  and  from  work  independently  via 
public  transportation.    On  one  occasion  Mary  was  brushed  by  a  car.  It  was  a 
minor  accident  and  it  did  nothing  to  diminish  Mary's  determination  to  be  as 
independent  as  possible.  Additional  training  with  Mary  made  her  more 
aware  of  these  types  of  situations  such  that  she  has  not  been  involved  in  any 
other  accidents. 

The  next  stage  involved  systematically  fading  out  the  overnight  staff 
and  then  the  morning  supports.  Finally,  the  late  evening  hours  were  also 
discontinued. 

At  present.  Mary  lives  with  another  woman  in  their  own 
condominium.  They  receive  25-hours  of  support  per  week  (5  hours  a  day 
Monday  -  Friday).   In  fact,  it  is  not  unusual  for  Mary  and  her  roommate  to 
sign  to  staff  "We're  fine.,  why  don't  you  go  home 

VI.  What  aspects  of  this  situation  remain  problematic? 

None 


"Supporting  Everyday  Life:  Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

March  16,  1995  9:00  am-4:00  pm 
The  College  Center 
Framingham  State  College 

'   We  are  seeking  case  examples  which  identify  concerns  about  risk 
taking  and  the  health  and  safety  of  people  with  mental  retardation.  We  are 
especially  interested  in  cases  which  involve  health  care  choices  (i.e. 
smoking,  food  restrictions,  self  medication,  refusal  of  treatment),  sexuality, 
reduction  in  supervision  at  heme  and  in  the  community,  and  refusal  of  MR 
services.  [The  person's  name  should  not  be  made  known  to  us  and  no 
agency  affiliation  will  be  identified  at  the  conference.]    We  will  be 
using  these  cases  throughout  our  day;  selected  examples  will  also  be 
included  in  our  report  of  the  conference. 

I.  Background  information:  (include  here  age,  sex,  living  situation,  length  of 
association,  level  of  mental  retardation,  other  diagnoses/  health  concerns 
of  the  identified  person.  Please  do  not  include  the  person's  name) 

22  year  old  female;  mildly  retarded;  mental  health  concerns  stenming  primarily 
from  traumatic  sexual  abuse  in  childhood.  Has  two  other,  female  roommates,  one 
of  whom  receives  services;  all  are  in  their  20s.  Receives  approximately  30  hours 
per  week  of  services,  flexible  scheduling. 

II.  Describe  the  situation: 

This  woman  is  independent  in  the  community  and  accesses  it  freely,  usually 
without  staff  supports.  She  is  extremely  vulnerable  to  the  attentions  of  any  man 
who  shows  interest  in  her.  She  recently  met  a  man  who  is  descrilxed  by  the 
woman's  therapist  as  a  "gang"  looking  person.  He  calls  her  daily  at  home  and  has 
propositioned  staff  if  they  answer  the  phone  or  if  this  woman  is  not  available. 
He  has  been  asking  her  to  go  to  a  "park"  with  him,  to  meet  some  of  his  friends  and 
party.  He  wants  to  come  over  and  spend  the  weekends taff  and  her  roommates  are 
afrid  of  this  man,  but  this  woman  says  he  only  wants  her  "for  love/'  and  is  deter- 
mined to  have  him  over.  She  is  unwilling  to  hear  the  precautions  and  advice  of 
others,  including  her  therapist.  As  of  this  date,  only  the  therapist  has  seen  him, 
because  he  has  shown  up  at  the  office  and  interrupted  the  therapy  appointment  on 
two  occasions. 

III.  Identify  the  risks  involved  as  perceived  by  key  team  members  (person 
with  mental  retardation,  family/guardian,  direct  care  staff,  DMR  service 
coordinator,  senior  staff,  legal  counsel).  How  do  individual  team  members 


^ 


view  the  intensity  and  nature  of  risks  differently? 

The  woman  sees  no  risk  at  all  in  her  choices.  She  is  enjoying  the  attentions  of 
this  man  and  laughs  when  others  inform  her  of  his  inappropriate  comments  to  them 
on  the  phone.   Her  roommates  and  staff  are  primarily  concerned  with  the  threat  to 
her  safety  if  she  agrees  to  meet  him  in  an  unsupervised  place  like  a  park,  espec- 
ially if  he  has  "friends"  there.   Their  concerns  include  rape,  robbery,  violence 
to  her  person  in  general  and  danger  to  others  in  the  house  if  he  comes  there. 


IV.  Describe  any  plans  which  were  developed  to  promote  healthy  and  safe 
choices. 

Support  staff  have  desgnated  a   "respite  house"   for  this  person  and  her  roormates 

in  the  event  that  the  man  goes   to  the  house  and  people  are  not  feeling  safe. 

Ongoing  discussions  with  this  woman  regarding  good,   safe  decisions  and  responsi- 
bilities to  herself,    roommates  and  home  are  occuring. 


V.  What  were  the  outcomes  of  the  plans? 

Situation  is  now  in  progress.     Man  has  been  trying  to  find  out  when  staff  are  not 
around  so  he  can  come  over.     He  seems  slightly  intimidated  by  staff  at  this  point, 
but  says  repeatedly  that  he  wants  to  see  the  apartment.     The  woman  wants  him  to 
spend  the  night.      Her  roommates,    therapist  and  support  staff  are  very  concerned; 
not  sure  about  where  to  "draw  the  line"  between  her  right  to  make  choices  and 
their  responsibility  to  protect  her  from  harm. .  .or  even  how  to  protect  her. 


VI.  What  aspects  of  this  situation  remain  problematic?  J 

At  this  point,    all  aspects  of   the  situation  remain  problematic.     The  situation 
is  addressed  daily.      Last  weekend's   snow  storm,  is   the  only  thing   that  prevented 
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"Supporting  Everyday  Life:  Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

March  16,  1995  9:00  am-4:00  pm 
The  College  Center 
Framingham  State  College 

We  are  seeking  case  examples  which  identify  concerns  about  risk 
taking  and  the  health  and  safety  of  people  with  mental  retardation.  We  are 
especially  interested  in  cases  which  involve  health  care  choices  (i.e. 
smoking,  food  restrictions,  self  medication,  refusal  of  treatment),  sexuality, 
reduction  in  supervision  at  heme  and  in  the  community,  and  refusal  of  MR 
services.  [The  person's  name  should  not  be  made  known  to  us  and  no 
agency  affiliation  will  be  identified  at  the  conference.]    We  will  be 
using  these  cases  throughout  our  day;  selected  examples  will  also  be 
included  in  our  report  of  the  conference. 

I.  Background  information:  (include  here  age,  sex,  living  situation,  length  of 
association,  level  of  mental  retardation,  other  diagnoses/  health  concerns 
of  the  identified  person.  Please  do  not  include  the  person's  name) 

52  year  old  male,  mildly  mentally  retarded;  mental  health  issues,   on  medication 
for  anxiety.     Lives  alone  in  a  small,   single  family  homo  on  a  dead  end  street. 
Diabetes,   adult  onset,  present  medication,  insulin  injection, Ixdaily.     Has  been 
receiving  services  in  a  group  home,   supervised  apt.   and  now,  his  own  home,    for 
approximately  20  years.     staff  SUpports  25  hours  per  week. 

II.  Describe  the  situation: 

In  1991,    this  man  got  very  ill,   but  refused  medical   attention  for  several  days. 
As  condition  worsened,  staff  person  persisted  and  was  able  to  get  the  man  to  the 
emergency  room,  where  he  was  diagnosed  with  diabetes.     Because  of  the  severity 
of  his  condition,   doctors  required  him  to  remain  in  the  hospital,   at  first,   against 
his  wishes    (no  physical  force  was  used).     He  was  there  for  two  weeks.     On  discharge, 
this  man  refused  to  continue  the  insulin  injections,    refused  to  listen  to  anyone 
about  his  dietary  or  exercise  or  hygiene  needs  due  to  his  diagnosis.     He  was  also 
supposed  to  be  catheterized,   due  to  inability  to  urinate,   which  he  also  refused. 
He  has  had  cycles  of  this  refusal  of  treatment  ever  since,   the  latest  one  so  severe 
that  he  required  increased  insulin  injections,  which  he  refused.     He  would  leave 
his  house  when  he  knew  the  nurse  was  coming  over,   refused  to  let  her  in,  began  to 
eat  even  more  and  was  getting  sicker  as  the  days  progressed. 

III.  Identify  the  risks  involved  as  perceived  by  key  team  members  (person 
with  mental  retardation,  family/guardian,  direct  care  staff,  DMR  service 
coordinator,  senior  staff,  legal  counsel).  How  do  individual  team  members 


view  the  intensity  and  nature  of  risks  differently? 

His  team  identifies  the  risks  as  overeating,  eating  the  wrong  f oods . . .  this  man 
will  raid  trash  cans  looking  for  treasures  and  been  observed  eatLng  food  from  trash. 
He  regularly  refuses  services,   has   thrown  his  medications  out  the  door  when  the 
pharmacy  has  delivered  them.     He  will   agree  to  certain  services,   but:  refuse  them 
when  the  time  comes   to  participate.      He   is  unpredictable  in  terms  of  when  he 
will  or  will   not  accept  services. 


IV.  Describe  any  plans  which  were  developed  to  promote  healthy  and  safe 
choices. 

First,    staff  were  put  in  place  to  take  a  more  active  role  in  purchasing  and  pre- 
paring his   foods.      This  way,   even  if  he  overeats,   he  is  eating  healthier  foods. 
Staffing  schedules  and  routines  have  been  adjusted  frequently  to  respond  to  his 
constantly  changing  needs  /preferences. 

Injection  schedule  was  adjusted,    so  he  could  gel:  only  one  per  day. 
Staff  provides  regular   (daily)   education  about  personal  care  and  food  choices,    and 
about  diabetes. 

NUrses  and  other  medical  staff  have  continued  to  stress   importance  of  making 
good  choices  for  good  health. 


V.  What  were  the  outcomes  of  the  plans? 

Individual  is  accepting  one  insulin  shot  daily 

Individual  continues  to  seriously  overeat,  but  is  eating  better  foods,  is  not 

raiding  trash  (that  we  know  of)  . 

Individual  has  accepted  inceased  staffing  to  do  his  shopping  and  cooking. 


VI.  What  aspects  of  this  situation  remain  problematic? 

This  man  shows  no  evidence  that  he  understands  the  seriousness  of  his  health  issue 
Continues  to  overeat,  and  will  use  his  spending  money  to  buy  fast  foods. 
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VII.  What  kinds  of  assistance  would  be  helpful  in  resolving  some  of  these  . 
problematic  situations? 

Continue  supports  and  ongoing  education. 

Try  to  find  a  way   to  help  him  learn   from  natural   consequences    (this  doesn't 
seem  to  make  an  impression  on  him)  . 

The  team  feels   that  over  time,    this  man  will  begin   to   integrate  some  of   the   infor- 
mation he  is  being  given,   so  that  he  can  take  on  more  of   the  responsibility  for 
making  good  food  and   lifestyle  choices. 


"Supporting  Everyday  Life:  Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

March  16,  1995  9:00  am-4:00  pm 
The  College  Center 
Framingham  State  College 

We  are  seeking  case  examples  which  identify  concerns  about  risk 
taking  and  the  health  and  safety  of  people  with  mental  retardation.  We  are 
especially  interested  in  cases  which  involve  health  care  choices  (i.e. 
smoking,  food  restrictions,  self  medication,  refusal  of  treatment),  sexuality, 
reduction  in  supervision  ?.t  home  ^nd  in  *he  community,  ?nd  ref"?8!  of  MR 
services.  [The  person's  name  should  not  be  made  known  to  us  and  no 
agency  affiliation  will  be  identified  at  the  conference.]    We  will  be 
using  these  cases  throughout  our  day;  selected  examples  will  also  be 
included  in  our  report  of  the  conference. 

I.  Background  information:  (include  here  age,  sex,  living  situation,  length  of 
association,  level  of  mental  retardation,  other  diagnoses/  health  concerns 
of  the  identified  person.  Please  do  not  include  the  person's  name) 


II.  Describe  the  situation: 
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III.  Identify  the  risks  involved  as  perceived  by  key  team  members  (person 
with  mental  retardation,  family/guardian,  direct  care  staff,  DMR  service 
coordinator,  senior  staff,  legal  counsel).  How  do  individual  team  members 


view  the  intensity  and  nature  of  risks  differently? 


IV.  Describe  any  plans  which  were  developed  to  promote  healthy  and  safe 
choices. 


V.  What  were  the  outcomes  of  the  plans? 


VI.  What  aspects  of  this  situation  remain  problematic? 


VII.  What  kinds  of  assistance  would  be  helpful  in  resolving  some  of  these 
problematic  situations? 


Contact  Person:    \J/fisn      j'hcLpZ         i/l'eJ,    j^ftZUclcAj 


Affiliation: 


Address: 


dC/tfS     J^rfd . 


UUVL 


Telephone  Number:        5$^    -   (f?~€'  ^$Tu7~ 


Please  return  all  forms  to  Betsy  Closs,  The  Governor's  Commission 
on  Mental  Retardation,  100  Cambridge  St.  Room  1103A  Boston,  MA. 
02022 


I.  Background  information: 

The  individual  is  a  30  year  old  female  with  a  diagnosis  of  moderate  mental  retardation  and 
Down  Syndrome.    She  has  been  enrolled  at  program  at  day  program  in  the  supported 
employment  program  since  May  of  1990.    She  currently  lives  in  a  group  home  in 
Newburyport,  but  this  is  considered  to  be  a  temporary  arrangement.    DMR  has  put  out 
requests  for  proposals  for  a  residence  for  the  individual,  but  no  vendor  has  responded. 


II.  Describe  the  situation 

The  individual's  mother  died  shortly  before  she  entered  program  with  day  program.    Shortly 
after  that,  she  moved  from  her  family  home  which  she  had  shared  with  her  father  to  a  group 
home  in  Methuen.    She  had  a  series  of  behavioral  episodes  in  both  settings.    She  was 
referred  for  counseling  and  has  been  in  therapy  with  the  same  therapist  since  late  1990.    A 
behavior  plan  was  implemented  at  day  program  that  was  fairly  successful,  but  the  situation  at 
the  residence  deteriorated  to  the  point  that  she  was  eventually  terminated  from  the  group 
home.    The  primary  issues  were  the  violent  nature  of  the  behavioral  episodes  (stabbing  a 
staff  person  in  the  hand  with  a  fork)  and  the  irresponsible  behavior  in  the  community  (faking 
seizures  in  the  public  bus  terminal,  resulting  in  ambulance  trips  to  the  hospital,  to  draw 
attention  from  a  favorite  bus  driver). 

At  this  time,  some  team  members  were  of  the  opinion  that  if  the  individual  were  given  what 
she  expressed  that  she  wanted,  in  this  case  to  move  out  of  Methuen,  that  the  problems  would 
be  solved.    The  temporary  placement  in  Newburyport  was  made,  but  there  continued  to  be 
serious  problems.    The  issues  continued  to  be  violent  assaultive  behavior  and  not  only 
irresponsible,  but  also  dangerous  behavior  in  the  community  (throwing  rocks  at  neighbors 
windows).    The  individual  was  also  saying  at  one  point  that  she  wanted  to  move  back  to 
Methuen. 

III.  Risks  involved  as  perceived  by  key  team  members: 

Day  Program  perspective  -  The  individual  does  not  experience  normal  or  realistic 
consequences  for  her  actions  or  behavior.    The  result  being  that  she  is  not  learning  better 
ways  of  coping  or  solving  problems  or  to  be  responsible  for  herself.    There  are  also  risks  to 
herself  and  to  others  due  to  the  violent  nature  of  her  behaviors.    Behavioral  episodes  in  the 
community  result  in  the  risk  of  not  only  day  program's  reputation  with  the  community  and 
employers  being  jeopardized,  but  the  reputation  of  all  mentally  retarded  individuals  is 
tarnished  as  well.    Another  risk  is  that  she  is  not  receiving  the  services  and  treatment  that  she 
needs  and  that  have  been  recommended  by  various  experts/professionals.    The  inconsistency 
of  treatment  and  of  levels  of  interventions  is  risky  because  of  the  mixed  messages  and 
resulting  confusion  and  frustration  of  the  individual. 

Residential  perspective  -  There  are  concerns  that  their  staffing  ratio  may  result  in  staff  being 
physically  harmed.    Residential  provider  is  also  concerned  about  their  reputation  in  their 
community,  as  well  as  that  of  the  individuals  they  provide  services  for. 

Family  perspective  -  Her  father  is  very  fearful  that  the  individual  may  harm  herself  if  staff 
do  not  intervene  appropriately,    (ie.  The  individual  has  attempted  to  open  the  door  of  a 


moving  vehicle  on  the  interstate  highway  at  60mph  on  numerous  occasions.) 

DMR  Service  Coordinator  perspective  -  Primary  concern  seems  to  be  that  the  individual  is 
not  allowed  to  make  her  own  choices  and  decisions. 

Therapist  perspective  -  Primary  concern  is  her  physical  safety  ("An  individual  at  risk  is 
entitled  to  enforced  safety.")    He  feels  very  strongly  that  she  should  receive  the  treatment 
and  services  that  she  needs  and  deserves. 

Perspective  of  the  individual  is  difficult  to  assess  due  to  her  volatile  nature  and  the 
unpredictability  of  her  responses. 


IV.       Plans  developed  to  promote  healthy  and  safe  choices: 

Day  program  has  implemented  formal  behavior  plan  which  includes  a  procedure  to  teach  the 
individual  problem  solving  and  coping  skills.    The  plan  also  includes  an  emergency 
procedure. 

Residence  has  implemented  a  program  for  the  interim  period  which  they  consider  to  be 
successful. 


V.         Outcomes  of  the  plans: 

Behavioral  incidents  at  work  have  decreased  in  frequency  and  intensity  the  first  three  months 
of  implementation.    Residence  reports  that  there  were  no  incidents  for  a  three  month  period, 
however  a  recent  episode  (1/19/95)  was  perhaps  one  of  the  most  potentially  dangerous. 
Additionally,  there  have  been  reports  of  irresponsible  and  dangerous  behavior  from 
community  members  (the  individual  takes  public  transportation  to  work  independently). 


VI.        Remaining  problematic  situation: 

The  team  remains  divided  regarding  the  course  of  treatment  for  the  individual.    The  day 
program  has  determined  that  she  is  no  longer  appropriately  placed  in  the  supported 
employment  program  (she  has  had  behavioral  episodes  at  every  job  site  and  has  been  fired  b\ 
the  employer  at  each  site)  and  has  recommended  that  she  be  moved  to  a  more  structured 
program  with  a  higher  staff  to  client  ratio.    In  this  program  she  would  receive  more  direct 
training  and  counseling  regarding  safe,  responsible  behavior  and  appropriate  work  habits 
which  would  better  prepare  her  for  a  job  and  better  ensure  her  success  in  the  future.    DMR 
and  residence  believe  that  the  individual  should  be  placed  in  a  competitive  work  situation  as 
she  has  expressed  that  she  would  like  this.    The  day  program  does  not  believe  she  is  ready  or 
capable  of  handling  the  responsibilities  of  a  job  and  fear  that  placing  her  would  be  setting  her 
up  for  failure  or  would  end  in  the  individual  or  others  being  seriously  harmed.    DMR  also 
believes  that  her  problems  will  be  solved  if  she  is  given  what  she  claims  she  wants. 


VII.      Assistance  needed  in  resolving  some  of  these  situations: 

Objective  facilitator  (non-DMR)  that  could  assist  the  team  in  reaching  consensus  regarding 
the  course  of  treatment  for  the  individual  that  would  be  based  on  the  individual's  stated 
preferences  and  the  recommendations  of  experts  and  professionals  who  have  been  involved 
with  the  individual  or  served  as  consultant  to  the  team. 


"Supporting  Everyday  Life:  Addressing  Risk  and  Safety  Issues  for 

Adults  with  Mental  Retardation 

March  16,  1995  9:00  am-4:00  pm 
The  College  Center 
Framingham  State  College 

We  are  seeking  case  examples  which  identify  concerns  about  risk 
taking  and  the  health  and  safety  of  people  with  mental  retardation.  We  are 
especially  interested  in  cases  which  involve  health  care  choices  (i.e. 
smoking,  food  restrictions,  self  medication,  refusal  of  treatment),  sexuality, 
reduction  in  supervision  3t  home  and  in  the  community,  and  refusal  of  MR 
services.  [The  person's  name  should  not  be  made  known  to  us  and  no 
agency  affiliation  will  be  identified  at  the  conference.]    We  will  be 
using  these  cases  throughout  our  day;  selected  examples  will  also  be 
included  in  our  report  of  the  conference. 

I.  Background  information:  (include  here  age,  sex,  living  situation,  length  of 
association,  level  of  mental  retardation,  other  diagnoses/  health  concerns 
of  the  identified  person.  Please  do  not  include  the  person's  name,)         t/ 
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II.  Describe  the  situation: //■/>  h  $sn 


III.  Identify  the  risks  involved  as  perceived  by  key  team  members  (person 
with  mental  retardation,  family/guardian,  direct  care  staff,  DMR  service 
coordinator,  senior  staff,  legal  counsel).   How  do  individual  team  members         / 

/  '  '  / 
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view  the  intensity  and  nature  of  risks  differently? 


ensity  and  nature  of  risks  differently? 
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IV.  Describe  any  plans  which  were  developed  to  promote  healthy  and  safe 
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V.  What  were  the  outcomes  of  the  plans?      /  -  J  -^    L\     fa/u/j  &4  A^/l- 
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VI.  What  aspects  of  this  situation  remain  problematic? 
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VII.  What  kinds  of  assistance  would  be  helpful  in  resolving  some  of  these 
problematic  situations?    f  J/ '         r<r,^J  ^  Ire 


CASE  EXAMPLE 
I.   Background  Information 

Ms.  A.  is  a  22  year  old,  single  woman  who  temporarily  lives  in 
transitional  housing  for  persons  who  are  experiencing  mental  health 
challenges  which  prevent  their  return  to  their  homes.  Ms.  A.  is 
there  primarily  because  she  is  impulsively  assaultive,  homeless  and 
very  anxious  about  her  homeless  status.  Ms.  A.  has  been  known  to 
this  agency  for  approximately  15  months.  She  has  received  the 
following  diagnostic  labels: 

I.  Major  Depression 
Schizoaffective  Disorder  (rule  out) 
Obsessive  Compulsive  Disorder  (rule  out) 
Psychotic  Disorder  Not  Otherwise  Specified 

II.  Mild  Mental  Retardation 

Borderline    Personality   Disorder    (rule    out) 

III.  Cerebral  Palsy 

IV.  Psychosocial  stressors:  Biological  family  can  not  support  her 
in  the  home; 

uncertainty  over  planning  for  a  permanent  residence. 
Severity:   4--severe 

V.  Current  GAF :   44 
Highest  GAF  past  year:   62 

II.   Description  of  the  Situation: 

Over  the  last  2  years  Ms.  A.'s  father  has  expressed  fears  that  he 
was  not  able  to  adequately  supervise  his  daughter  in  their  home. 
He  works  a  second  shift  schedule  and  Ms.  A.  would  leave  the  home  for 
many  hours  without  telling  anyone  of  her  whereabouts.  Her  father 
also  reported  concern  over  Ms.  A' s  extreme  reactions  to 
frustrations  which  include  screaming,  crying  and  face  scratching 
and  concern  over  other  behavioral  challenges  including  over  eating, 
frequent  and  inappropriate  use  of  the  phone  and  poor  hygiene. 

In  February,  1993  Ms.  A' s  psychiatrist  reported  in  an  evaluation 
that  Ms.  A.  had  been  presenting  with  an  obsessive  sexualized 
transference  to  a  coach  from  school,  including  making  frequent 
phone  calls  to  this  individual.  The  physician  characterized  the 
obsession  as  being  "of  psychotic  proportions".  Ms.  A.  was  having 
frequent  outbursts  of  face  scratching,  biting  herself  on  the  hands 
and  screaming  and  crying.  She  had  depressed  affect  and  a  question 
of  major  depression  was  raised.  Outpatient  psychopharmacological 
treatment  was  begun  however  Ms.  A.  stopped  her  medication  after  3 
days  stating  she  was  fatigued.  Eventually  she  was  hospitalized  in 
the  Spring  of  1993,  stabilized  on  medications  which  she 
discontinued  after  a  short  time. 
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Between  the  Summer  of  1993  and  December,  1994  Ms.  A.  graduated  from 
vocational  high  school,  began  full  time  work  in  food  service  and 
continued  to  live  at  home  while  planning  for  a  shared  living 
arrangement .  In-home  supports  for  increasing  internal  behavioral 
controls  and  for  structuring  social  activities  were  provided  with 
good  results.  She  was  being  treated  for  anxiety  and  for  a  disorder 
of  thought  with  medications  and  with  psychotherapy. 

In  early  December,  1994  Ms.  A.  experienced  an  increase  in  the 
behaviors  and  symptoms  described  above.  On  the  9th  she  spent  2 
days  in  a  crisis  stabilization  program  due  to  threats  of  assault 
and  self  injury.  She  did  not  return  to  her  home  at  her  father's 
insistence  but  stayed  in  a  temporary  respite  provider  home . 
On  the  23rd  she  attempted  to  choke  a  coworker,  became  regressed  and 
unresponsive  after  intervention  and  separation  and  later  placed 
herself  on  the  floor,  screamed  and  hit  the  wall  with  her  hand.  An 
emergency  mental  health  evaluation  was  provided  and  Ms.  A.  became 
composed  and  resumed  her  activities  although  she  repeatedly  was 
inappropriate  with  a  male  employee  by  overtly  and  forcefully 
holding  his  hand  tightly,  telling  him  she  liked  him  a  lot  and 
trying  to  kiss  him. 

A  similar  incident  on  12/30  resulted  in  Ms.  A.  being  involuntarily 
hospitalized.  She  stabilized  rapidly  and  was  discharged  on 
January,  5,  1995  however  on  the  ride  to  a  temporary  respite  site 
she  threatened  to  open  the  car  door  while  in  transit,  alluded  to 
overdosing  on  her  medications  and  threatened  to  stab  a  coworker 
when  she  returned  to  work.  She  was  re-hospitalized  and  stabilized 
within  hours.  During  both  hospitalizations,  the  in-patient 
psychiatrist  was  very  reluctant  to  increase  the  dosages  of  anti- 
anxiety and  anti-psychotic  medications  because  of  Ms .  A.'s  ability 
to  stabilize  with  only  the  influence  of  the  hospital  milieu. 

After  her  second  hospitalization  Ms.  A.  stayed  in  a  crisis 
stabilization  setting  while  members  of  her  team  attempted  to 
develop  suitable  residential  supports.  She  continued  to  work  at 
her  food  service  job.  On  2/15  she  assaulted  a  coworker  and  was  re- 
hospitalized  . 

III.   Perceived  Risks: 

-Aggression  against  others 

-Self  injury  related  to  suicidal  gestures 

- Impulsivity 

-Diagnostic  overshadowing  causing  mental  health  providers  to 
under-diagnose  and  fail  to  treat  disorders  of  mood,  thought  and 
anxiety  in  this  woman  who  has  mental  retardation. 

-Homelessness 

Ms.  A.'s  lability  of  mood  and  behavior  as  well  as  her  impulsivity 
has  confounded  her  treatment  and  future  planning.  Of  particular 
and  immediate  concern  is  her  tendency  to  stabilize  quickly  in  the 
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presence  of  restrictive  external  controls  and  to  rapidly  escalate 
to  dangerous  levels  of  disorder  of  mood  and  thought  in  the 
community.  Possible  stressors  include  her  sister's  move  from  the 
family  home  this  fall,  Ms.  A.'s  difficulty  containing  her  anxiety 
and  anticipation  around  finding  her  own  roommate  and  apartment  and 
chronic  feelings  of  abandonment  and  depression  related  to  her 
prolonged  separation  from  her  mother  who  reportedly  expresses  no 
interest.  Such  feelings  are  possibly  exacerbated  by  the  holidays. 
She  is  also  separated  from  her  father,  siblings  and  permanent  home 
at  present . 

Ms.  A.'s  inpatient  treaters  maintain  that  her  rapid  recompensation 
in  the  locked  setting  makes  a  compelling  argument  for  her  move  to 
a  restrictive  setting  of  containment  in  the  community.  Hospital 
teams  and  insurers  are  eager  to  discharge  Ms.  A.  to  outpatient 
treatment  even  as  she  threatens  violence  just  prior  to  discharge. 
Ms.  A.'s  community  support  system  is  unable  and,  at  this  point, 
unwilling,  to  create  such  a  secure  setting  in  the  community.  She 
has  had  only  one  hospitalization  in  the  past  and  possesses 
cognitive  abilities  which  would  enable  her  to  live  and  work  in  the 
community  with  partial  supports.  Her  expressed  choice  is  to  live 
with  a  roommate  in  an  apartment  and  receive  assistance  with  money 
and  home  management.  She  has  successfully  lived  in  the  open 
environment  of  her  family  for  20  years. 

It  is  possible  that  the  current  crisis  signals  the  onset  of  a 
serious,  chronic  disorder  of  thought  and  mood  which  may  necessitate 
long  term,  highly  supervised  home  and  work  environments.  It  is 
also  possible  that  this  crisis  is  situational,  related  to  the  life 
cycle  stresses  of  being  launched  into  adulthood,  chronic  loss  and 
a  compromised  coping  capacity. 

IV.   Planning: 

The  current  plan  is  for  Ms.  A.  to  have  extended  hospitalization 
where  she  will  receive  aggressive  psychopharmacological  treatment 
combined  with  cognitive-behavioral  psychotherapy  aimed  at 
confrontation  around  denial  and  distortion  of  the  facts  of  her 
hospital  admissions  and  increasing  her  awareness  of  the  connection 
between  her  feelings  and  her  actions.  She  will  also  have  passes  to 
leave  the  hospital  so  that  she  will  experience  the  demands  and 
conditions  of  her  real  life  and  be  able  to  return  to  the  hospital 
and  process  these  stressors  in  that  protected  setting.  She  will 
then  move  into  an  interim  housing  situation  which  will  meet  her 
ongoing  mental  health/behavioral  needs.  She  will  return  to  work 
and  continue  to  plan  for  her  permanent  home.  Her  outpatient 
psychiatrist  will  monitor  psychopharmacologic  interventions  and  her 
therapist  will  assist  her  with  cognitive  measures  to  increase  her 
comfort,  self-esteem  and  self  control. 
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In  spite  of  hospital  and  insurer's  disagreements  with  the 
outpatient  team  members,  Ms.  A.  will  necessarily  continue  to  be 
referred  to  hospital  level  of  care  if  failure  to  hospitalize  her 
creates  a  substantial  risk  of  serious  harm. 


IV.  Outcomes: 

The    outcomes    of    current    planning   are    not    known   at    this    writing. 

V.  Remaining  Problematic  Aspects: 

These  are  general  concerns : 

-Difficulty  with  rapidly  creating  appropriate  residential  supports. 

-Scarce  interim  housing  resources  for  persons  who  present 
dangerous  behaviors  or  symptoms . 

-The  risk  of  further  traumatizing  individuals  as  they  move  between 
multiple  residential  settings  during  periods  of  decompensation. 


just  a  Pot  to         In 


Joe  doesn't  always  wish  to  use  a  bathroom.   Often  he'd 
rather  urinate  wherever  he  may  be,  in  the  yard,  on  the  floor,  in 
bed,  on  the  couch,  etc.   His  community  home  staff  are 
flabbergasted.   This  cannot  continue!   What  should  they  do? 

Joe  is  a  friendly,  likeable  gentleman  with  a  dual  diagnosis 
of  mild  developmental  disabilities  and  a  bi-polar  disorder.  Joe 
speaks  his  mind  openly  and  has  very  clear  perceptions  of  what  he 
wants.   Joe  drinks  at  least  one  two  liter  bottle  of  soda, 
innumerable  cups  of  coffee,  and  smokes  3.5  packs  of  cigarettes 
per  day.   The  daily  soda,  coffee,  and  cigarettes  are  definite 
non- negot iables  with  Joe.   He  refuses  to  alter  these  aspects  of 
his  life-fftyle  in  any  way. 

Recently,  Joe  began  to  urinate  inappropriately.   Regularly 
during  the  night  he  will  urinate  on  the  floor  and/or  furniture  .in 
his  bedroom  rather  than  go  to  the  bathroom  across  the  hall  .   His 
community  home  has  three  residents,  three  bedrooms,  and  two 
bathrooms.   He  will  also  intermittently  urinate  on  the  couch 
while  watching  television  rather  than  go  to  the  bathroom.   Staff 
are  bewildered. 

"What  should  we  do,"  they  ask?   "We  need  a  good  behavior 
program  to  control  Joe's  inappropriate  urination."   "What  can  we 
take  away  from  Joe  to  make  him  use  the  bathroom  correctly?" 
"What  can  we  give  him  to  make  him  use  the  bathroom  correctly?" 
"Maybe  we  can  limit  his  cigarettes."   "Can  we  give  him  cigarettes 
only  when  he  uses  the  bathroom  appropriately?"   "Help  us."   "What 


can  we  do  to  control  this  filthy  behavior?" 

Everyone  was  told  that  at  Better  Community  Living  we  do 
everything  we  can  to  change  the  environment  to  better  suit  the 
individual  rather  than  employ  behavior  programs  to  control 
inappropriate  behavior.   At  Better  Community  Living  we  emphasize 
positive  social  environments  not  control.   Therefore,  we  should 
search  for  ideas  that  will  change  the  home  environment  to  better 
meet  Joe's  needs.   The  first  step  must  be  a  talk  with  Joe  to  find 
out  how  the  environment  could  be  changed  to  better  meet  his 
needs.   Staff  agreed  to  talk  with  Joe. 

During  their  first  discussion  with  Joe,  staff  learned  that 
he  didn't  like  to  get  up  during  the  night  to  use  the  bathroom. 
Now  what?   He  had  to  get  up  and  use  the  bathroom!   At  the  next 
negotiation  Joe  was  informed  that  he  couldn't  continue  to  urinate 
on  the  bed,  floor,  or  furniture  for  safety  and  hygiene  reasons. 
He  agreed  that  things  had  to  change.   Joe  suggested  that  staff 
place  a  bucket  on  a  plastic  sheet  in  his  bedroom  so  he  could  use 
that  during  the  night.   Staff  said  "no!"   "It's  unhygienic, 
inappropriate,  and  unacceptable." 

I.  told  them  that  back  in  the  stone  age,  when  I  was  in  high 
school  in  Southern  Illinois,  I  dated  a  nice  girl  whose  home  had 
no  indoor  plumbing.   Her  family  used  chamber  pots  during  the 
night.   Their  house  was  immaculately  clean  and  hygienic.   Maybe 
Joe's  idea  was  realistic? 

Staff  asked  Joe  if  he  would  clean  up  each  morning?   Yes,  he 
said  he  would.   Would  the  bucket  be  used  only  at  night?   Joe  said 
yes,  only  at  night.   He  would  use  the  bathroom  at  ail  other 


times.   Staff  said  that  it  still  wouldn't  work.   They  were 
encouraged  to  give  it  a  try  and  if  it  didn't  work,  something  else 
could  be  arranged. 

So  Joe  got  a  bucket  and  placed  it  on  a  plastic  sheet  in  his 
bedroom.   He  used  it  the  first  night.   He  cleaned  everything  up 
the  next  morning.   Since  that  night  Joe  has  used  the  bucket 
appropriately  every  night.   Joe  cleans  the  bucket  and  plastic 
sheet  and  puts  them  away  every  morning.   He  has  urinated  only  in 
the  bathroom  and  the  bucket  for  the  past  3  months. 

Performing  personally  identified  preferred  activities  is 
usually  associated  with  a  reduction  of  problem  behaviors. 
Preferred  activities  are  more  attractive  than  nonpreferred 
because  they  better  manage  real  situations,  involve  choices,  and 
improve  communications  among  people.   If  a  person  engages  in  more 
choices,  more  communication,  and  socializes  more  frequently,  they 
are  not  usually  plotting  retribution  or  constructing  new 
problems . 

Establishment  of  a  positive  social  environment  for  any 
individual  must  be  planned  and  purposeful .   Emphasis  of 
residential  staff  must  be  upon  a  climate  of  comfort, 
encouragement  and  support  for  effort,  as  well  as  reinforcement 
through  natural  consequences  within  the  environment .   Problem 
behaviors  usually  have  a  lower  probability  of  occurrence  when  the 
individual  feels  comfortable  within  an  environment.   Joe  is  more 
comfortable  with  his  new  nighttime  arrangement. 

'Names  have  been  changed) 
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An  excellent  resource  of  information  and  guidance  for  parents  who 

would  like  to  address  the  socialization  and  sexuality  issues  of 
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by  Lous  Heshusius 

Mental  Retardation.  Vol.  20,  No.  4,  1982 

An  article  in  which  we  are  encouraged  to  rethink  our  attitudes, 

values  and  practices  regarding  sexuality  and  individuals  with 

mental  retardation. 

HARMONIZING  THE  RIGHT  TO  SEXUAL   EXPRESSION  AND  THE  RIGHT   TO 

PROTECTION  FROM  HARM  FOR  PERSONS  WITH  MENTAL  DISABILITY 

by  Paul  F.  Stavis 

Sexuality  and  Disability.  Vol.  9,  No.  2,  1991 

This  articles  distills  issues  of  law  and  rights  v.s.  ability  to 

consent  to  sexual  practices  by  individuals  with  mental  retardation. 

SEXUAL  EXPRESSION  OF  MENTALLY  RETARDED  PEOPLE:   EDUCATIONAL  AND 

LEGAL  IMPLICATIONS 

by  Paul  R.  Abramson,  Tracee  Parker, 

Sheila  R.  Weisberg 

American  Journal  on  Mental  Retardation.  Vol.  93,  No.  3,  1988 

This  article  emphasizes  the  need  to  provide  individuals  with  mental 

retardation   the   education   and   supports   necessary   to   avoid 

"eliminating  their  opportunities  for  sexual  expression". 

PORVIDER'S  LIABILITY  FOR  SEXUAL  ACTIVITY  WHICH  CAUSES   INJURY, 

PREGNANCY,  OR  A  SEXUALLY  TRANSMITTED  DISEASE  DISEASE 

by  Paul  F.  Stavis 

Quality  of  Care.  Issue  54,  November  -  December  1992 

A  good  lay  person's  overview  of  "the  special  legal  obligations  and 

potential  vicarious  legal  liabilities  of  the  state  and  its  licensed 

providers"  who  service  individuals  with  mental  retardation. 
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